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I. INTRODUCTION AND SUMMARY

The Task Panel on Legal and Ethical Issues represents the full diversity
of perspectives and expertise among professionals, policymakers, and mentally
handicapped persons.^ Its members include social workers, psychologists,
psychiatrists, lawyers, educators, a mental health commissioner, civil ser-
vants, and recipients of mental health services. Our recommendations and
analysis, here presented, are the outcome of an intensive process— from early
exploration of the issues through individual position papers and proposals by
small working groups—culminating in 5 days of comprehensive discussion by the
full panel.

The report encompasses legal and ethical issues in education, employment,
housing. Federal benefits, confidentiality, guardianship, experimentation,
treatment (including the right to treatment and to protection from harm, the
right to treatment in the least restrictive setting, and the right to refuse
treatment and to the regulation of treatment), civil commitment, and the crim-
inal justice system. Other sections discuss the need for advocacy and suggest
structures for a patient's or consumer's bill of rights and the resolution of

ethical dilemmas.^

Given the complexities of these issues and the variety of panel members'
perspectives, we were pleasantly surprised by the extent of consensus as to

the directions for action and reform. There is much talk these days of polar-
ization between different disciplines within the professions and of competing
philosophies or value preferences even within the advocacy movement itself.
Even so, the individual members of the Panel on Legal and Ethical Issues,
working closely together and with respect for each other's views, were able to

reach agreement on significant reforms in many areas.

In the three sections of this report which follow this introduction and
summary, 42 recommendations, some containing many parts, are set forth and
each is followed by a discussion and justification. Where consensus was not
achieved, alternative approaches and/or simple discussion of the relevant

In this report, the term "mentally handicapped person" is used to

include the. mentally ill and mentally retarded and other developmentally dis-
abled persons, along with those perceived to have such conditions. The term
is used interchangeably with "mentally disabled."

2
Each of the areas covered in this report has both legal and ethical

dimensions. Because the initial discussions in Section III are basically
rights-or iented

,
however, an attempt is made in Section V to organize the

important ethical issues in basic categories and to provide a preliminary
structure for clarifying and resolving ethical conflicts.
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issues are presented.^ Appendix A lists all our recommendations in one place,

for the reader's convenience. Appendix B lists those recommendations relating
to research and training initiatives.

The panel's recommendations cover both specific initiatives that could be

taken at the Federal executive or legislative level and others that would have

to be taken by State legislators or administrators. While a Federal commis-
sion obviously cannot dictate State initiatives affecting civil commitment or

guardianship, nevertheless the panel believes it can make a valuable contribu-
tion by providing models of progressive reform for use by the States.

Our discussion suggests both specific actions which could be taken imme-
diately and more general -approaches to long-term goals.

Our discussions speak generally to the problems of all mentally ill per-
sons and mentally retarded and other developmentally disabled persons, as well
as to the problems of children, the elderly, and other racial or cultural
"special populations." The reader should bear in mind that there will be a

need to adapt particular recommendations to reflect both age-specific differ-
ences and the unique needs of particular subgroups.

While many of the recommendations we suggest would cost little if any
new money, some do indeed have cost implications. But we believe that our
national values and priorities must reflect a commitment to mentally handi-
capped persons, who are a disadvantaged, vulnerable, and often-forgotten
group. It would be both self-deceptive and a disservice to the Commission and
the President to assume that to fully protect the constitutionally mandated
and other rights of mentally handicapped persons will not require the expen-
diture of additional funds.

Perhaps the most important point that the panel wishes to convey to the
Commission is the importance of building a strong "patients' rights" and con-
sumers' perspective into any reforms in the services system. All panel mem-
bers recognize the importance of increasing the quality and quantity of men-
tal health services available to the public, especially on a voluntary basis.
But the panel is also keenly aware that even the best intentioned efforts to

deliver services to mentally handicapped persons have historically resulted
in well documented circumstances of exploitation and abuse. As Mr. Justice
Brandeis put this perspective so eloquently in his dissenting opinion in

Olmstead v. United States:

Experience should teach us to be most on our guard to protect
liberty when the government's purposes are beneficent. Men
born to freedom are naturally alert to repel invasion of their

3
In the process of reaching consensus, there was much give and take,

including compromise by some panel members on initial positions. Where con-
sensus was eventually achieved, however, this report sets forth the recommen-
dations agreed upon and gives the rationale for the recommendations without
attempting to describe and rationalize other possible positions.
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liberty by evil-minded rulers. The greatest dangers to liberty
lurk in insidious encroachment by men of zeal, well-meaning, but
without understanding.*^

While there is understandable concern about balance and the danger of
excesses, the "patients' rights" or advocacy movement is widely credited with
producing the most significant reforms in the mental health system during the

past 10 years. The panel hopes that the Commission, in writing its report and

making its recommendations, will keep in mind the importance of the advocacy
perspective, recognizing that the most well intentioned efforts to provide
services without checks and balances to protect human rights can lead to

unfortunate results. In this connection, the panel anticipates that, as our
country moves increasingly from institutional to community-based care, it will
be important for advocacy efforts to shift from exposing abuses and deficien-
cies in institutions to protecting mentally handicapped persons from a wide
range of deprivations of basic civil rights and privileges that they too often
experience in the community.

In keeping with the panel's priorities, a discussion of particular initia-
tives which might be taken to promote legal advocacy on behalf of mentally
handicapped persons immediately follows this introduction and summary. It

might seem to be putting the cart before the horse to discuss advocacy in

Section II before discussing in Section III the substantive content of what
should be advocated. However, this organizational framework reflects the
panel's view that legal and ethical claims by the consumers of mental health
services will be of little significance unless an advocacy process or structure
has been established to ensure that serious ongoing attention is paid to these
important issues.

Quite apart from the specific recommendations and supporting justifica-
tions which we have made, the panel members have become convinced that there
is an acute need for continuing discussion among mental health professionals,
legal professionals, concerned lay persons, and the "consumers" themselves.
Our own recent experience demonstrates that such discussion is both possible
and productive—that it can lead to better understanding and constructive
recommendations among all of the various people concerned with improving the

mental health system.

While legal and ethical issues are the focus of this report, our deliber-
ations have clearly shown that there are crucial legal and ethical dimensions
to the work of every other task panel established by the President's Commis-
sion on Mental Health. For example, the concept of deinstitutionalization
cannot be discussed meaningfully apart from a review of the legal and ethical
claims for a right to treatment and the principle of "less drastic means" or

the "least restrictive alternative." Or, to give another example, it would be

irresponsible indeed to consider the subject of prevention without giving due
consideration to related legal and ethical issues of due process in testing
and placement decisions, of the confidentiality of mental health records, or

^277 U.S., 438, 479 (1928).
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of the ethics of allocating resources between preventive efforts and the

delivery of services to those most immediately in need. Therefore, we
believe it is important for the Commission, and for those implementing the
Commission’s final report in the future, to consider the legal and ethical
issues which we discuss in relation to the broader themes of prevention, ser-

vice delivery, research, and training, rather than as an isolated subject.

It is the earnest hope of all members of the Panel on Legal and Ethical
Issues that our work, as embodied in the recommendations and discussion which
follow, will be of value to the Commission in its own deliberations and in the
formulation of its final recommendations and be of value as well in the public
debate about legal and ethical issues.

L&E 7
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II. ADVOCACY

Recommendation 1. The President's Commission should
support legislation which would estab-
lish and adequately finance a system
of comprehensive advocacy services for

mentally handicapped persons.

Commentary :

Advocacy is a broad concept that covers many different kinds of efforts
to secure better services for and to protect the rights of (in this instance)
mentally handicapped persons. Many mental health professionals and citizen
volunteers see themselves quite appropriately as the primary advocates for

patients. While all advocacy efforts are valuable, the Panel on Legal and
Ethical Issues has focused upon one kind— legal advocacy--which is directed
toward establishing and enforcing the legal rights of mentally handicapped
persons. Legal advocacy includes both consumer-oriented efforts to improve
the quantity and quality of services and civil-right s-oriented efforts to pro-
tect the liberty and other fundamental rights of mentally handicapped persons.

The need for and significance of legal counsel as a means of ensuring
"equal access to justice"^ is the cornerstone of the American judicial system,
extending to matters involving a potential "substantial loss" or "serious
legal consequences."^ Such a need for counsel is, of course, magnified in

cases involving mentally handicapped persons, both in matters involving insti-
tutionalization and its potential consequences as well as noninstitutional
problems which relate in any way to the person's "deviant status."^

In recognition of this need for legal services, several States have estab-
lished systems to provide counsel to mentally handicapped persons as a means of

^Herr, Advocacy Under the Developmental Disabilities Act 88 (1976).

^See, for example, Powell v. Alabama , 287 U.

S

. 45 (1932); Gideon v.

Wainwr ight . 372 U. S

.

335 (1963); Argersinger v. Hamlin, 407 U. S

.

25 (1972);
Cleaver v. Wilcox , 499 F. 2d 940, 945 (9 Cir. 1974); Crist v. N.J. Div. Youth
and Family Services , 128 N.J. Super . 402, 414, 320 A. 2d 203 (Law Div. 1974),
aff'd in part, rev'd in part on other grounds, 135 N.J. Super. 573, 576, 343 A.

2d 815 (App. Div. 1975).

^See, respectively. Dale v. Hahn , 440 F. 2d 663, 668 (2 Cir. 1971) and
Friedman, The Rights of Mentally Retarded Persons 150 (1976); Lynch v. Baxley,
386 F. Supp . 378, 389, n.5 (M.D. Ala. 1974); and Cohen, "Advocacy," in Kindred
et als , eds.. The Mentally Retarded Citizen and the Law 592, 614 (1976), and
Herr, above, at 5.
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ensuring that there is "someone on the 'outside' who is concerned about (a

patient's) . . . fate."^ Additionally, Congress has enacted Federal legisla-
tion— the Developmentally Disabled Assistance and Bill of Rights Act^—requir-
ing that, in order to be eligible to receive funds under the Act, a State must
provide "a system to protect and advocate the rights of persons with develop-
mental disabilities," with the specific "authority to pursue legal, adminis-
trative and other appropriate remedies to insure the protection of the rights

of such persons" and a mechanism specifically established so that a develop-
mentally disabled person "has the means to reach outside of the established
delivery system for examinations of situations in which his rights as an

individual citizen may have been violated."^

Also, congressional legislation has been introduced to create a National
Mental Health and Disability Advocacy Services Office.^ The bill, modeled
after the New Jersey advocacy program, would mandate the provision of legal
counsel and professionally trained advocates in individual and class matters
for indigent patients as well as residents of facilities for the retarded,
participants in community mental health programs, and persons in geriatric
facilities, in matters involving admission to and release from such facilities
as well as in matters relating to residents' treatment and conditions while
institutionalized.

Finally, legal services offices in States such as Minnesota, Washington,
and Vermont have established high-quality special advocacy projects with out-
side sources of Federal money. This legal services-delivery model might be
expanded.

^Ellis, "Volunteering Children: Parental Commitment of Minors to Mental
Institutions," 62 Calif. L. Rev . 840, 890 (1974).

See also N. J. S. A. 52:27E-21 et seq . (the Division of Mental Health Advocacy
within the New Jersey Department of the Public Advocate) (discussed at length
in Perlin and Siggers, "The Role of the Lawyer in Mental Health Advocacy," 4

Bull. Am. Acad. Psych. & L . 204 (1976); N.Y. Mental Hygiene Law Section 29.09
et seq. (the New York Mental Health Information Service); and O.R.C.

A

. Section
5119.85 et seq . (the Ohio Legal Rights Service for the Mentally Retarded).

^42 U. S .

C

. Section 6001 et seq . ,
and, especially, 42 U.S.C . Section 6012.

^Herr, above, at 11, quoting Sen. Rept. 94-160, at p. 38 (describing the
system created by 42 U.S.C . Section 6012).

^H.R. 10827, 94th Cong., 1st Sess. The bill has not been reintroduced in
the 95th Congress because its sponsor. Rep. James J. Florio (D.-N.J.), intends
to offer it as an amendment to the bill which would extend the authorization
for the Community Mental Health Centers program (H.R. 10553, 95th Congress, 2d

Session)

.
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The panel suggests that the Commission endorse a Federal mechanism or,

in the alternative, urge States to develop advocacy systems which are (1) able
to respond to the legal needs of mentally disabled persons and (2) independent
of providers of mental health and developmental disability services. An essen-
tial feature of such advocacy systems should be their effort to provide a con-
tinuity of legal services to such persons at all stages of their contact with
the mental disability system. Such advocacy systems should provide services
at involuntary-commitment proceedings and to institutionalized persons of all

ages, as well as to community residents, in matters involving institutionali-
zation (commitment, release, treatment issues), the fact of present or former
institutionalization (availability of economic benefits, aftercare, denial of

civil rights, employment, education issues), and other matters related to the

existence—or perceived existence—of a handicap (domestic relations, con-
tracts, wills, tenancy issues). In addition to attorneys (an "indispensable
element in seeking and securing many types of remedies"),^ the advocacy system
should be staffed by persons trained as "mental health professionals" (e.g.,

social workers and psychologists who provide advocacy services), by lay advo-
cates, and by present and former recipients of mental health services, so as

to provide a full-time staff with the necessary academic training and practi-
cal experience to provide comprehensive advocacy services for its clientele.^

The effect of an organized, specialized counsel system is clear. Counsel
plays a critical and, in some cases, nearly dispositive role in involuntary
commitment proceedings; where active attorneys are employed, fewer persons are
committed

.

Two clear conclusions may be drawn from statistical surveys: A large
percentage of State hospital patients can be safely treated elsewhere (the
number varying from 43 percent to 68 percent to 75 percent), and the number of

g
Herr, above, at 12.

^See, for example, Nat'l. Ass'n. for Retarded Children, Citizen Advocacy
for Mentally Retarded Children: An Introduction (1974); Chamberlin, Testimony
Prepared for the President's Commission on Mental Health (Nashville, Tenn.

,

May 25, 1977), at 4; Perlin and Siggers, 4 Bull. Am. Acad. Psych. & L . ,
above,

at 206-207; Note, "The Department of the Public Advocate — Public Interest
Representation and Administrative Oversight", 30 Rutgers L. Rev. 386, 416-417
(1977).

^^"Developments in the Law — Civil Commitment of the Mentally 111", 87

Harv. L. Rev. 1190, 1285 (1974).
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committed persons plummets where counsel is operative, especially in compari-
son to the number of persons not represented by counsel. ^

Advocacy services should be available on both an individual and class-
action basis. Although the impact of class representation is often profound,
concentration solely on class aspects of a matter runs the danger of "sacri-
fic(ing) the good of the individual to the welfare of the group. "12 Further-
more, the vast majority of cases involving commitment or release from institu-
tions will involve individual fact determinations. The ability to handle both
types of cases will give the advocacy system the ability to deal with the

"forest" as well as the "trees."

Provision of legal advocacy services cannot be limited to court appear-
ances; it must extend to the full panoply of legal activities, including
counseling, drafting, lobbying, and negotiating, in a manner which takes into

basic consideration at every step the actual views and wishes of the patient/
client, which may not always coincide with recommendations made by others.
The panel supports expanded legal advocacy services which would be available
to all mentally handicapped persons (from children to the elderly), including
free legal advocacy services for indigent persons, but does not express an
opinion on whether a means test should be invoked.

Rights cannot be enforced if patients or clients do not know of their
existence. The panel therefore believes that there must be mechanisms to

inform patients or clients about their rights, about the availability of advo-
cacy and about how to use it— for example, by requiring that the names and
telephone numbers of available advocates be posted in locations frequented by
clients. For further discussion of this issue, see Section IV. 1., "Bill of

Rights," Recommendation 2, page 110, below.

See, for example, Scheff, Being Mentally 111 168 (7th ed. 1973) (the
presence of 43 percent of patients in hospitals studied could not be explained
in terms of their psychiatric condition); Abraham and Bueker

, "Preliminary
Findings from the Psychiatric Inventory" 3 (1971) (68 percent of patient popu-
lation at St. Elizabeths Hospital in Washington not considered dangerous to
themselves or others), and Mendel, "Brief Hospitalization Techniques", 6 Cur -
rent Psychiatric Therapies 310 (1966) (75 percent of patients with diagnosis
of schizophrenia studied could be suitably discharged), as cited in Ferleger,
A Patients' Rights Organization: Advocacy and Collective Action by and for
Inmates of Mental Institutions", 8 Clearinghouse Rev . 587, n.l (1975).

12
Boggs, "Collective Advocacy (Systems Advocacy) vs. Individual Advocacy,"

(paper prepared for presentation at the Conference on Developmental Disabili-
ties, Advocacy and Protective Services, Washington, D.C., October 13, 1976),
at 2.
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2. The protection and advocacy (P&A)

systems established in each State
under the Developmental ly Disabled
Assistance and Bill of Rights Act
as of October 1977 should be care-
fully evaluated and this approach
to advocacy services should be

supported if it proves effective.
If it does, mentally ill persons should
either be brought within the jurisdic-
tion of the "P&A" systems or else a

parallel system which will represent
mentally ill persons should be estab-
lished .

Disabled Assistance and Bill of Rights Act has estab-
lished a protection and advocacy system, not limited to legal advocacy and

independent of service providers, in each State. Given the newness of this
system, the panel is unable to make any specific recommendations concerning
continuation or modification of this program, except to recommend careful
evaluation and follow-up. However, one striking fact was of concern to the

panel: At present we have a nationwide system of advocacy for developmentally
disabled persons, supported with Federal funds, but no similar provision has
been made for advocacy on behalf of mentally ill persons. This deficiency is

unfortunate and should be remedied as promptly as possible.

This recommendation is made not as an alternate but as a complement to

our first advocacy recommendation. Given the small amount of money allocated
and the limitations of the system, the P&A system should in no sense be viewed
as a panacea.

Recommendation

Commentary :

The Developmentally

Recommendation 3. The President's Commission should support
efforts by which currently existing legal

aid, legal services, and public defender
programs and the private bar at large can
more adequately represent mentally handi-
capped persons at every stage at which
such persons have contact with the mental
disability system. These efforts should
be directed at providing a continuity of

legal care and should include, but not be

limited to, the following:

(a) Recommending to the Legal Ser-
vices Corporation that it establish
a national support center to assist

L&E 12
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local offices in representation of
mentally handicapped persons, and
that it run special training pro-
grams so that members of local
offices can effectively and ade-
quately represent mentally handi-
capped persons.

(b) Endorsing legislation which
would give the United States Depart-
ment of Justice standing to litigate
on behalf of mentally handicapped
persons whose civil and/or constitu-
tional rights have been violated.

(c) Endorsing legislation which
would mandate the Law Enforcement
Assistance Administration of the
Department of Justice to provide
economic, staff, and training
support to State and local public
defender and prisoners' rights
programs so as to provide more
effective and adequate represen-
tation for mentally handicapped
persons who have been criminally
charged and/or who are incarcerated
in jail or prison facilities.

(d) Endorsing State legislation which
would ensure that the jurisdiction
of public defender programs estab-
lished pursuant to State statute
specifically includes representation
of persons in matters involving
determinations of competency to

stand trial and of criminal respon-
sibility, as well as matters involving
transfers of persons from criminal
detention and incarceration facili-
ties, to psychiatric hospitals or

similar facilities.

(e) Recommending to local and State
bar associations that they train
members of the private bar and
establish lawyer-referral panels so

as more effectively and adequately
to represent mentally handicapped
persons

.
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Commentary :

Although it is clear that the creation of a unified, specialized, trained
advocacy service in all States and communities must be a top priority, there
are other steps that can and should be taken before such a program is created.,.,

Expanding the capabilities of existing legal aid and public defender programs (as
well as the private bar) in representation of handicapped clients would at
least partially fill current gaps in service delivery, would sensitize thou-
sands of practicing lawyers to problems faced regularly by handicapped per-
sons, and would create specialist advocates who could effectively represent a

handicapped clientele.

a. Legal Services Corporation :

As noted previously, special Legal Services offices, with outside
sources of funding, have provided top-quality legal representation to mentally
handicapped persons in a few States. Such projects should be recognized and
encouraged. Other Legal Services systems, however, have done little to repre-
sent mentally handicapped persons, not only because of their limited funding
in the face of competing demands upon lawyers’ time but also because the law-
yers lack special expertise in mental health law issues and in* how to communi-
cate and work comfortably with mentally disabled persons. Existing Legal Ser-
vices support centers provide special skills, technical assistance, training
and legal expertise in subject matters such as welfare, emplo 3mient, senior
citizens' rights, health law, and juvenile law. Attorneys from these centers
have been instrumental both in winning landmark cases affecting thousands of

citizens and in heightening understanding by the courts, by other Legal Ser-
vices lawyers and by the general public of the particular problems facing
their discrete client constituencies.

The problems of the mentally handicapped, like the problems of the unem-
ployed, the elderly, welfare recipients and the young, need the additional
resources of a national-level support center. The Legal Services Corporation
should build such a national center into its own network, perhaps by contract-
ing with an existing project which already has an experienced and qualified
staff. The President's Commission should make such a recommendation to the
Legal Services Corporation.

While the mentally handicapped are faced with special problems, some of

their problems are parallel to or even the same as those for which legal ser-

vices offices already provide services to other groups—e.g., access to social-
welfare programs and entitlements. Lawyers need to see the mentally handi-
capped as part of their regular clientele, and also to learn how to handle the

special legal problems they have and the special problems they may present as

clients. A national support center would help sensitize Legal Services law-

yers to these special problems and train them to provide solutions.

It is clear, however, that such nationally based centers are not a pallia-

tive for all the problems faced by an underrepresented group; they are simply

necessary so that lawyers in local legal aid and legal services offices may be

trained in both the substance of "mental health law" and in the process and

techniques of representing and counseling mentally handicapped persons on the

whole range of legal issues which affect them.
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b. Justice Department Standing to Sue :

Proposed Federal legislation-^-* supported by the Administration would
authorize the United States Department of Justice to intervene in or initiate
civil actions when there is a pattern or practice of violations of the Federal
constitutional and/or statutory rights of individuals incarcerated or institu-
tionalized in State facilities. This bill would greatly increase the likeli-

hood of ameliorating unconstitutional and illegal practices and conditions in

State institutions by providing to those persons who are least able to repre-
sent themselves a .mechanism whereby their fundamental grievances can be

addressed. The continuity of expertise and resources provided by the Depart-
ment of Justice is an essential underpinning for the maintenance of respon-
sible and high quality litigation.

c. LEAA Support :

As underserved and underrepresented as most mentally handicapped per-
sons are, it is likely that those charged with criminal activity and those
either detained awaiting trial or incarcerated following conviction are even
more underserved and underrepresented than other mentally handicapped per-
sons. One corollary of this underrepresentation is that mentally handi-
capped persons accused or convicted of crime are often processed with little

consideration for the specific legal and ethical issues which may have an
impact upon their status. The rights and special-service needs of mentally
handicapped juveniles who come before the courts as status offenders or

juvenile delinquents are often equally ignored. These youths are either
shunted back and forth from juvenile correctional facilities to facilities for

the mentally retarded or mentally ill, or are dumped with all the other juve-
nile offenders. Neither advocates nor funds have been available to define
their rights or to seek appropriate services for them.

The Law Enforcement Assistance Administration (LEAA) has the capabil-
ity of providing staff and training support to local public defender offices
and to legal aid programs representing convicted and detained persons on
matters of prisoners' rights. The President's Commission should support
legislation which would require the LEAA to devote a percentage of its time
and resources to the training of local defender programs so as to enable
attorneys working for such programs to represent mentally handicapped persons

H.R. 9400, 95th Congress, introduced by Rep. Robert W. Kastenmeier
(D.-Wis.) and S. 1393, 95th Congress, introduced by Sen. Birch Bayh, (D.-Ind.).

14
See for example. Note, "The Accused Retardate", 4 Colum. Human Rts. L.

Rev . 239 (1972).

^^See, for example. United States v. Masthers , 539 F. 2d 721 (D.C. Cir.

1976); Perlin, "Psychiatric Testimony in a Criminal Setting", 3 Bull. Am.

Acad. Psych. & L . 143 (1975).

^^See, for example, 42 U.S.C. Section 3731(b)(10); 42 U.S.C. Section
3737.
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effectively and adequately. Further, the President's Coinmission should recom-
mend that the Office of Juvenile Justice and Delinquency Prevention in LEAA
target a proportion of its funds and resources toward the problem of the

mentally handicapped juvenile offender.

d . Public Defender Jurisdiction :

' Although most States have established some sort of public defender
programs in the wake of Gideon v. Wainwr ight , few appear to make provision
for the special problems endemic to representation of persons charged with
criminal offenses when there are questions raised as to a defendant's compe-
tence to stand trial or as to his responsibility for the criminal act in ques-
tion. Although clients are represented, there does not appear to be any
law-reform office, legal services office or public defender office created
especially to provide expertise in these areas.

A problem perhaps even more pressing is the ultimate fate of persons
found "not guilty by reason of insanity," of whom it has been accurately said,

"No (other) group has been more deprived of treatment, discriminated against,
or mistreated. Once persons in this category are transferred to hospitals
for the "criminally insane," it is most likely that any representation has
long ceased.

The President's Commission should endorse legislation on a State level
which would amend those statutes establishing jurisdiction of public defender
offices to specify that such offices should represent persons in all matters
involving determinations of competency to stand trial, criminal responsibility
and transfer of such persons to and from psychiatric facilities, whether such
transfers be pursuant to court order or to administrative directive.

e. Private Bar Initiatives:

Whether or not any or all the previously mentioned recommendations are

enacted, it is still an inescapable fact that members of the private bar will

continue to come into contact with mentally handicapped persons with whom they

often have great trouble in dealing. The private practitioner will still—on

an occasional basis—represent (or file suit against or defend against) handi-

capped persons in actions involving estates, negligence, contracts, divorces,

custody and zoning, to skim the surface; it is likely that he or she will

similarly require training in the specialized process of representing (or

opposing) handicapped persons in litigation.

^^372 U_^. 335 (1963).

1 R
°See, respectively, Drope v. Missouri

,
420 U .

S

. 162 (1975) and

American Law Institute, Model Penal Code
,
Section 4.01.

German and Singer, "Punishing the Not Guilty: Hospitalization of

Persons Acquitted by Reason of Insanity", 29 Rutgers L. Rev . 1011, 1074

(1976).
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While bar activation efforts of the American Bar Association's Com-
mission on the Mentally Disabled have begun to address this problem, more and

greater resources and efforts are necessary. Therefore the President's Com-
mission should recommend, through the American Bar Association, to local and

State bar associations that they train and establish referral panels of their
member lawyers to represent mentally handicapped persons more adequately and
effectively.
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III. RECOMMENDATIONS IN SPECIFIC RIGHTS AREAS

1. EDUCATION

Reconmendation 1. The Department of Health, Education,
and Welfare should vigorously imple-
ment and enforce the requirements of

the Education for All Handicapped
Children Act, Public Law 94-142 (20)
U.S.C. Section 1401 et seq .) and the
new regulations implementing section
504 of the Rehabilitation Act of 1973 (45)

C.F.R. Part 84). A program of
financial assistance, similar to the
Emergency School Aid Act, should be
initiated to help school districts
with the costs of compliance. The
funds for such a program could be
drawn from other education programs
that have outlived their usefulness
such as Emergency School Aid and the
Impact Aid program.

Commentary :

As recognized in the historic Supreme Court decision of Brown v. Board
of Education ,^ educational opportunity is the primary vehicle for social and
economic advancement in our society. Without access to education, other
rights—such as freedom of speech and the right peaceably to assemble and to
petition the government—are diminished, perhaps entirely nullified. Histor-
ically, however, mentally handicapped children have been excluded from
receiving a free appropriate public education either on the grounds that the

school system lacks the capacity to deliver needed educational services or

because the mentally handicapped child is labeled as a disciplinary problem
and expelled.

Leading court cases such as Pennsylvania Association for Retarded Citi-

zens V. Commonwealth of Pennsylvania ,^ and Mills v. Board of Education^

^347 U^. 483 (1954).

^334 F.Supp . 1257 (E.D. Pa. 1971), 343 F.Supp . 279 (E.D. Pa. 1972).

^348 F. Supp . 866 (D.D.C. 1972). See also Frederick L . v Thomas
,
408

F.Supp . 832 (E.D. Pa. 1976); Fialkowski v. Shapp. 405 F.Supp . 946 (E.D. Pa.

1975); but see Cuyahoga County Assoc, for Retarded Children and Adults v.

Essex , 411 F. Supp . 46 (N.D. Ohio 1976).
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have established that systematic exclusion of mentally handicapped children
from schools violates the equal protection and due process clauses of the

Constitution and have prescribed procedural protections to ensure appropriate
classification and placement of mentally handicapped children. The best
features of these court cases have been incorporated into the Education for all
Handicapped Children Act^ and the new regulations^ implementing section 504 of

the Rehabilitation Act.^ In the panel's view, these laws represent a major
step forward in vindication of the rights of mentally handicapped children, and

all possible emphasis and assistance should be given to implementation of this

new Federal legislation. A concrete suggestion is that a program of financial
assistance similar to the Emergency School Aid Act^ be initiated to help school
districts with the cost of complying with these important requirements. Such
assistance, which would be awarded to districts that demonstrate their inten-
tion to comply with Federal standards, could be used to meet the cost of

additional staff (e.g., teachers, physical therapists, psychologists) and
expenses of eliminating architectural barriers and installing needed special
equipment. The Education for All Handicapped Children Act already authorizes
grants for this latter purpose, ^ and other bills are currently pending in Con-
gress which would help to one degree or another in financing section 504 com-
pliance. ^

Recommendation 2. As part of their right to education,
mentally handicapped individuals should
be provided with compensatory education
services beyond ordinary age limits,
where past deprivation of education
makes this necessary.

'20

45

>29

20

20

S.

U. S.

C

. 1401 et seq . ,
as amended by Public Law 94-142.

C.F.R. Part 84, 42 F.R. 22675 (May 4, 1977).

U.S.C . 794.

U.S.C . 1601 et seq .

U.S.C . 1406.

2302, H.R. 7626, H.R. 10071, H.R. 10010.
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Conimentary :

Experts agree that early identification and treatment of handicapped
children is vital to such children's educational success and that many men-
tally disabled individuals can continue to benefit from education after the

age of 21. Indeed, the argument can be made that some mentally handicapped
persons are entitled to extra years of education if their learning opportunity
is to be equalized with that of "normal students." Every effort should there-
fore be made to expand the education of handicapped students beyond the ages
(typically 6 to 21) for which it is now legally mandated. At a minimum, men-
tally handicapped adults who were denied their right to education as children
should be provided with compensatory educational services beyond the ordinary
upper age limits for public education, under the same principle which has sup-
ported compensatory education for minority students who have been forced to

attend inferior, segregated school systems.

Recommendation 3. Institutionalized mentally disabled
children must also be provided with
an appropriate education, in a community
setting wherever possible, as the Educa-
tion for All Handicapped Children Act
of 1974 requires. Surrogate parents,
not drawn from institutional staff, must
be appointed to protect the rights of

such children when the natural parents
are available.

Commentary

:

The panel recommends that, whenever possible, mentally handicapped chil-
dren now residing in institutions be provided with appropriate education in

the community, in order to normalize their lives and to reduce stigma. This
recommendation includes not only children in mental hospitals and State
schools for the mentally retarded, but also mentally handicapped children who
may be placed—properly or not— in various correctional or juvenile facilities
The considerations— legitimate or not—which lead to institutionalization of

children often have nothing to do with educational needs and should not be

allowed to interfere with such children's right to an appropriate education in

the least restrictive and most normal setting feasible.

^^See Milliken v. Bradley
,

97 S.Ct. 2749 (1977).

^^20 U.S.C . 1412(5)(B); 45 C.F.R. Section 121a . 550 et se£.
,
42 F.R.

42473, 42497-42498 (August 23, 1977); 45 C.F.R. Section 84.34.

«
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Particular attention must be paid to ensuring that children in State
custody have access to appropriate representation and that they and their
advocates are fully informed of their education rights and of procedures for

protecting these rights. ^2 xt is estimated that as many as 750,000 children
live in foster homes or in group residential settings at State expense and

under State auspices. Without special efforts, it is likely that little

attention will be directed to ensuring these children—many of whom are men-
tally handicapped— the appropriate education to which they are legally
entitled.

Recommendation 4. Colleges and universities must be

encouraged and assisted to train
teachers and other education personnel
in methodologies appropriate for instruc-
tion of severely handicapped individuals
and for management of handicapped students
in a regular classroom setting.

Commentary :

New Federal and State legislation, with its emphasis on "mainstreaming"
and on provision of services to severely disabled children, requires
increased emphasis by teacher-training institutions on preparation in tech-
niques for education of handicapped students. "Mainstreaming" does not mean
thdt all children, regardless of the nature or severity of their handicaps,
must immediately be assigned to regular classroom situations; it does require
that all teachers—not just those certified or concentrating in special educa-
tion—be prepared to deal in a normal classroom setting with children who
exhibit various types and degrees of handicapping conditions. Moreover, the

mandate to educate all handicapped children requires a revision of traditional
notions of what constitutes a program of education, or even of special educa-
tion. For the most disabled individuals, education may consist of inculcation
of basic self-help, social or behavioral skills or remediation of severe emo-
tional problems before academic or preacademic instruction in the usual sense
can be considered. Because many teachers now certified in "special education"
are not equipped to provide this type of service, they themselves must receive
necessary training.

^^20 U.S.C . 1415(b)(1)(B), 45 C.F.R. Section 121a. 514.

13 .

Children's Defense Fund, Children Without Homes: An Examination of
Public Responsibility to Children in Out of Home Care (An Overview ) ,

at 3

,

(Washington, D.C. 1977).

^^20 U.S.C . 1412(3), 1412(5)(B); 45 C.F.R. Sections 121a.320 et seq.,
121a. 550 et seq . , 45 C.F.R. Section 84.34.

L&E 21



1380

Recommendation 5. States must be encouraged, assisted and
required, if necessary, to provide
training for parents, guardians, surro-
gate parents and lay advocates in the
use of special education due process
procedures, as well as for the hearing
officers designated to conduct due
process hearings. HEW (the Department
of Health, Education, and Welfare)
should collect and analyze the tran-
scripts and records of a representative
sample of such hearings and take appro-
priate action to ensure that educational
placement decisions are made after full
and fair consideration of all relevant
factors, including the views of those
representing the interests of the
student

.

Commentary :

The due process in educational placement guaranteed by the Education for

All Handicapped Children Act^^ and the section 504 regulations^^ can be a

cruel illusion unless parents and advocates are trained to utilize the pre-
scribed procedures and unless State or local hearing officers are equipped to

conduct due process proceedings in a judicious and compassionate manner and to
render truly impartial decisions based on an understanding of both legal and
educational requirements.

Training of parents and advocates is particularly important because
experienced and concerned lawyers are simply not likely to be available in

sufficient number to represent all the children whose placements come into

question. There is no apparent reason why lay persons—with proper advocacy
training—cannot function as effectively as lawyers, at least in the adminis-
trative stages of due process proceedings which do not present novel legal

issues. Any State statutory or regulatory impediments to such participation
should be removed. (The effectiveness of lay representation and the need, if

any, for increased legal assistance should also be carefully monitored.)

Additionally, early experience under recent Federal^^ and State special-
education laws indicates that prescribed procedures may not be consistently

^^20 U.S.C . 1415, 45 C.F.R. Section 121a. 500 et seq.

^^45 C.F.R. Section 84.36.

^^See, e.g., the "Education Amendments of 1974", Public Law 93-380, 88
Stat . 484 et seq.
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observed and that hearing officers, lacking a clear definition of their role
or of the standards they must apply, may be inclined to give undue deference
to or resolve all doubts in favor of the views of State and local school
officials. At least in connection with its review of annual State plans under
the Education for All Handicapped Children Act, HEW should closely mointor the

hearing process to determine whether proper procedures are being followed and
plenary review afforded and whether the views of parents, advocates, and stu-
dents themselves are fully and fairly considered.
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2 . EMPLOYMENT

Recommendation 1. The task panel endorses the efforts of
the Department of Labor to enforce sec-
tion 503 of the Rehabilitation Act and
encourages voluntary compliance with
both 503 and 504 by private employers
who are not regulated by these sections

Commentary :

Because of the stigma attached once someone is labeled mentally ill, it

is commonly difficult if not impossible for patients and former patients to
find employment. Sections 503 and 504, ^ Title V of the Rehabilitation Act of

1973, were designed to protec t -individuals with mental and physical handicaps
from this discrimination. Section 504, enforced by program or funding agen-
cies, prohibits discrimination against handicapped persons in any federally
funded program or activity. Section 503, administered by the Department of

Labor, requires all Federal contractors with government contracts over $2,500
to take affirmative action to hire and advance qualified handicapped individ-
uals .

Section 503 requires outreach, positive recruitment measures and a good-
faith effort on the part of employers with job vacancies to notify handi-
capped individuals and give them a fair opportunity to fill any vacancy.
While section 504 does not require the same affirmative efforts, it does
require a self-evaluation to be conducted by employers in consultation with
interested persons, including handicapped individuals and the groups that
represent them. Recipient employers are required to take appropriate steps to

eliminate the effects of any discrimination; if HEW finds that any employer
has discriminated, it may order remedial action to be taken. Both sections
explicitly provide for notice to handicapped people of nondiscrimination.

Sections 503 and 504 also provide protections in the area of preemploy-
ment inquiries. Because of the effects of stigma on employers' preconceived
notions, section 504 prohibits questions concerning the nature and severity
of a handicap (see also discussion of confidentiality); employers may only
inquire as to specific abilities and talents. Section 503 requires employers
to review all physical and mental job requirements; those requirements which
tend to screen out handicapped individuals must be proved by the employer to

be "job related" and consistent with "business necessity and the safe perfor-
mance of ,the job." Each section mandates that any medical information
received be kept confidential, with some limited exceptions. Finally, both
sections prohibit discrimination in terms of rights, benefits, and privileges
such as leave time and rate of pay, and require that reasonable accommodations
be made for handicapped individuals.

1
29 U.S.C. 793 and 794, respectively.
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These sections govern only those programs and activities receiving Fed-
eral funds, in the case of section 504, and, in the case of section 503, Fed-
eral contractors with contracts over $2,500. While compliance by such employ-
ers represents an obvious advance for mentally handicapped individuals, the

panel believes that it is essential that all employers comply with these laws

on a voluntary basis.

Moreover, because a law without effective enforcement may not cause funda-

mental changes for the mentally handicapped person seeking employment, enforce-
ment procedures with "teeth" should be given to the Office of Civil Rights to

ensure that appropriate leverage is accessible to carry out Congress' intent.

Recommendation 2. Title VII of the Civil Rights Act of

1964 should be amended to prohibit
discrimination on the basis of handi-
cap .

Commentary :

Title VII now prohibits employment discrimination on the basis of race,
color, sex, religion, and national origin. This statute should be amended to

cover, in addition, discrimination on the basis of mental handicaps and physi-
cal handicaps, which are often associated with some type of mental disability.
Such amendments would eliminate the often troublesome constitutional arguments
which now must be made on behalf of handicapped individuals in litigation
against public employers. They would also provide a generally applicable
legal basis for eliminating discrimination against handicapped persons in the

private sector. The legal protections thus created would be especially bene-
ficial to mentally disabled persons as the locus of treatment and services
shifts from large institutions to the community.

At least two pending bills^ would amend Title VII as recommended. The
Administration should support these or similar proposals.

Recommendation 3. State minimum wage and civil rights
laws should be amended to prohibit
discrimination against the handi-
capped .

^42 U.S.C . 2000e et seq .

^H.R. 3504, S. 1346.
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Commentary :

Amendment of State laws would clarify the rights of handicapped indivi-
duals and provide them with further protections against discrimination in the
private sector.

Recommendation 4. Congress should be requested to condition
revenue sharing upon an agreement by
State governments that mentally handi-
capped persons who, as employees, perform
work of consequential economic benefit
to the States shall be paid either the
minimum wage or else wages which are
commensurate with those paid nonhandi-
capped workers in the same vicinity for
essentially the same type, quality and
quantity of work, whichever is higher.
States should be required, as a condi-
tion of revenue sharing, to agree to

the same principles as are currently
embodied in 29 CFR (Code of Federal
Regulations) Part 529.

In the alternative, the provisions of 29
CFR Part 529 should be incorporated in
their entirety into HEW regulations 45
CFR Part 84, subpart B (employment prac-
tices) implementing Section 504 of the
Rehabilitation Act of 1973.

Commentary :

"Institutional peonage" describes the formerly widespread practice of

employing residents in institutions for the mentally handicapped to perform
productive labor associated with the maintenance of the institutions, without
adequate compensation.^ A 1972 study of 154 institutions in 47 states, which
represented 76 percent of existing public facilities for the mentally handi-
capped, found that 32,180 of 150,000 residents were participating in work

See generally Friedman, "The Mentally Handicapped Citizen and Institu-
tional Labor", 87 Harv . L . Rev . 567 (1975). "Institutional peonage" is to be

distinguished from vocational-training tasks not involving the operation or

maintenance of the institution and from personal-housekeeping tasks, such as

the making of one's own bed.
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||

programs. Thirty percent were receiving no payment at all and an additional

50 percent were receiving less than $10 per week.^

In many State institutions, cleaning, laundering, kitchen work, waiting
tables, preparing food, maintenance housekeeping, and care of other residents
have traditionally been performed in large measure by working residents. In

exchange for this labor, working residents may be given open-ward privileges
or some other "symbolic" reward; they are virtually never paid the prevailing
wage. Institutional peonage exists in part because, given their understaf f ing

and under financing, our public institutions cannot afford to pay regular
employees for the work which is necessary to run them.

Exploitative motives aside, such nonremunerated work has traditionally
been allowed because of difficulties in distinguishing between work which is

primarily for the benefit of the institution and work which is chiefly for the
benefit of the resident. Uncompensated labor injures resident-workers in a

number of ways beyond the obvious loss of income. They are denied work-
related benefits such as workmen's compensation and State retirement plans.
They are denied the therapeutic benefits of appropriate monetary rewards.
Perhaps most significantly, working residents who are not paid for their labor
often perceive themselves to be exploited or enslaved and thereby lose a

basic sense of self-respect and dignity which is both their right as human
beings and a vital element of any meaningful habilitation or rehabilitation
program.

Most institutions for the mentally handicapped would maintain that they
do not force their residents to work. But, as is widely recognized, there are
many pressures in institutions which coerce residents to perform institution-
maintaining work and to conform to other institutional norms. A resident's
refusal to work often results in staff antagonism, restriction of ground priv-
ileges, or increased medication. It is common for the resident to be labeled
uncooperative—with bad effects on his efforts to be released—when he fails
to participate in a voluntary work program.

A major step in the abolition of institutional peonage was the decision
of the United States District Court for the District of Columbia in Souder v.

Brennan . ^ This ruling stated that the 1966 Amendments to the Fair Labor
Standards Act extending the minimum wage and overtime provisions to all
employees of "hospitals, institutions, and schools for the mentally handi-
capped" applied to resident workers. The Souder court also held that the

United States Department of Labor must undertake reasonable enforcement

J. Richardson, A Survey of the Present Status of Vocational Training in
State-Supported Institutions for the Mentally Retarded 4, 11-12, July 18, 1974
(written for Dr. I. Ignacy Goldberg, Columbia University Teachers College).

S67 F.Supp . 808 (D.D.C. 1973).
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activity on behalf of resident-workers. Addressing the Department of Labor's
defense that it is very difficult to distinguish between work and vocational
training, the court in Souder v. Brennan noted,

Economic reality is the test of employment and the reality is that
many of the patient-workers perform work for which they are in no
way handicapped and from which the institution derives full eco-
nomic benefit. So long as the institution derives any consequen-
tial economic benefit the economic reality test would indicate an
employment relationship rather than mere therapeutic exercise. 7

Final regulations concerning "employment of patient-workers in hospitals
and institutions at sub-minimum wages" were published on February 7, 1975.®
These regulations, covering employment of patients whose earning or productive
capacity is impaired, allow employers to pay such workers a pro rata share of
the full minimum wage adjusted to the actual productivity of the handicapped
worker relative to that of a "regular" employee.

The United States Supreme Court's decision in National League of Cities
V. Usery ^ appears to limit significantly the reach of the Souder decision. In
National League of Cities

,
a consortium of States successfully argued that the

Federal Government's attempt to regulate the minimum wage in State-operated
facilities was an unconstitutional intrusion upon State sovereignty. There-
fore mentally handicapped workers in State-run facilities, just like their
nonhandicapped co-workers, are arguably no longer guaranteed a Federal minimum
wage, although they are still entitled to the State minimum wage. However,

^Id . at 813 (footnotes omitted).

Q

29 C.F.R. Sections 529.1-17.

^426 U.S. 833, 44 U.S.L.W . 4974 (June 24, 1976).
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because National League of Cities pertains only to State employees, the Fair
Labor Standards Act and the Souder decision still apply to mentally handi-
capped residents working in private facilities

.

The incorporation of the regulations currently codified at 29 CFR section
529 either into revenue sharing agreements with the States or into the employ-
ment discrimination regulations under the Rehabilitation Act of 1973 would
restore the protection of the minimum wage and the principle of commensurate

pay for commensurate work to the full class of mentally handicapped workers.

The decision in National League only clearly applies to "integral func-
tions... in such areas as fire prevention, police protection, sanitation, pub-
lic health, and parks and recreation". 96 Sup. Ct. at 4479. The court specif-
ically noted that its holding left intact two earlier cases ( Pardon v. Terminal
R. Co . ,

377 U.S. 184 (1964) and California v. Taylor
,
353 U.S. 553 (1957)) both

of which held that State employees performing nongovernmental functions, such
as operating a State-owned railroad, are covered by the FLSA. Consequently,
mentally handicapped residents in State institutions have argued that they are
still within the minimum wage coverage of the FLSA. See, e.g . ,

Schindenwolf v.

Klein
, Docket No. L-41293-75 P.W. (N.J. Sup. Ct. Law Div., Mercer Cty. 1976)^

reported at 10 Clearinghouse Rev . 393 (1976); 11 Clear inghou s e Rev . 505 (1977).
Moreover, the Souder Court's ruling that patient-workers in State institutions
should be considered "employees" within the Federal act arguably should be
given binding effect in determining applicability of State minimum wage laws.
See generally Perlin, "The Right of Voluntary Compensated, Therapeutic Work as

Part of the Right to Treatment; A New Theory in the Aftermath of Souder "
,

7

Seton Hall L. Rev. 298 (1976).
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3. HOUSING WITHIN THE COMMUNITY

Recommendation 1. (a) State zoning laws should be enacted
which preempt local zoning ordin-
ances and permit small group homes
for the mentally handicapped to be
considered as permitted "single
family residential uses of pro-
perty."

(b) States revising their zoning laws
to avoid discrimination against
mentally handicapped persons should
be alert to the problem of restric-
tive building codes and/or mutual
private restrictive covenants which
would undermine the goal of reform.

(c) State zoning laws should also pro-
hibit the excessive concentration
of group homes in any single neigh-
borhood or municipality within a

State.

Commentary :

Various factors—including the use of psychoactive medication, cost-
saving concerns, legal challenges to conditions in institutions, and a philos-
ophy of community treatment and "normalization"—have caused increasing num-
bers of mentally handicapped persons to be released from State hospitals to

live in the community. While many of these individuals are capable of indepen-
dent living, some others need the mutual support and assistance of group-living
arrangements

.

Experience within the past 5 years indicates that the development of

group residences for the mentally handicapped is often vigorously opposed by
members of the communities in which the group homes are to be located. These
opponents frequently rely on local zoning ordinances as the principal method
for preventing the opening of a group home.

Because there are few standardized zoning laws or models that encourage
or even countenance the development of appropriate kinds of community resi-
dential facilities for mentally handicapped persons, zoning ordinances tend
to be exploited by those opposed to the establishment of community facilities,
and in many cases this tactic has proved successful in blocking their develop-
ment .
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Zoning litigation has been employed by both opponents and proponents of
group homes, with mixed results.^ However, as a means of overcoming zoning
restrictions against group homes, litigation is particularly unsatisfactory.
Unlike lawsuits challenging State statutes or statewide practices, zoning dis-
putes require almost constant litigation against each new group of opponents
and each municipal ordinance that unfairly discriminates against group-living
arrangements. Given the expense and duration of lawsuits, legislative solu-
tions are essential in this area.

Although some municipalities have rewritten their zoning codes to deal
more rationally and consistently with community residences, the incremental
approach to revising zoning ordinances is also an inefficient way to achieve
realistic and appropriate regulation of community residences. As changes are
made in local regulations, there may develop serious inequities in policies
and programs from one locality to another within the same State.

Preemptive State legislation presents the most encouraging way of coping
with the impact of restrictive zoning ordinances which discriminate against
group-living arrangements by mentally handicapped persons. Such legislation
treats a small group of handicapped persons who reside together as the "family"
which they functionally are. As a family, the group need not obtain zoning
approval prior to moving into their home in "single family residential" zones.

Such legislation has no fiscal impact and in fact eliminates the possibility
of expensive and time-consuming litigation. Legislation of the type recom-
mended has now been enacted in a growing number of States, now numbering 10.^

The experience of some States which have recently passed preemptive zoning
statutes has been that both building codes and mutual private restrictive cov-
enants can undermine the attempt at reform. Building codes can make distinc-
tions in terms of the number of unrelated persons in a dwelling and can require
prior local zoning approval before issuance of a building (or renovation) per-
mit, which may bring local zoning ordinances into play. The private covenants
are also a serious problem, already existing on many plots and being written
to "protect" neighborhoods.

Enactment and implementation of preemptive State zoning laws could be

facilitated by limiting Federal assistance to communities with zoning laws
allowing for group homes.

^Compare City of White Plains v. Ferraioli
,
34 N.Y. 2d 300 (1974) with

Browndale Int*l . v. Board of Adjustment
,
208 N.W. 2d 121 (Wise. 1973).

2
California, Colorado, Michigan, Minnesota, Montana, New Jersey, New

Mexico, Ohio, Rhode Island and Virginia. See, for example, California Welfare
and Inst. Code Section 5116; Minn. Stats. Section 462.367. Not^ that five of
these 10 State statutes were enacted during the last State legislative session.
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Closely related to the problem of restrictive zoning is the tendency of

some municipalities to encourage or allow group homes to locate only in cer-
tain less desirable sections of a city. In some instances, group homes have
followed a line of least resistance, locating in such areas rather than going
through the delay and expense of zoning disputes. As a result, some of our

cities have developed "social service ghettos." These "ghettos" destroy the
residential character of the affected neighborhoods and subvert the right of
handicapped persons to live in normal residential surroundings. A prohibition
on excessive concentration would protect municipalities against the creation
of such ghettos by assuring the dispersal of group homes and would assure
handicapped persons that they will be able to reside in normal residential
areas

.

State laws can achieve these results by establishing reasonable criteria
for the location of new group homes. For example, the Minnesota law which
governs the licensure of group homes^ prohibits the granting of a new license
to a group home when the effect of granting such a license would be the exces-
sive concentration of community residential facilities within any town, muni-
cipality or county in the State. In making this determination, the statute
requires the licensing agency to consider the population, size, land-use plan,
availability of community services, and the number and size of existing public
and private community residential facilities in the town, municipality, or

county in which a licensee seeks to operate a residence. The statute further
requires the agency to establish regulations to implement its provisions.

Legislation to control the concentration of group homes should be included
as a necessary part of a comprehensive and balanced solution to the issue of

zoning for group homes for mentally handicapped persons.

Recommendation 2. (a) Title VIII, Fair Housing, of the
Civil Rights Act of 1968 should be

amended to prohibit discrimination
in housing on the basis of mental
handicap.

(b) The Department of Housing and Urban
Development should (1) encourage
States and localities to allocate
additional community development
block grant funds to develop more
group care facilities and (2) make
additional rental assistance funds
available to mentally disabled per-
sons living in group homes.

Minn. Stats. Section 252.28.
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Commentary :

Congress has recognized and acted upon both the critical importance of

housing for all segments of the population and, in section 504 of the Rehabili-
tation Act of 1973, the fact of widespread discrimination against handicapped
persons. Unfortunately, it has not yet acted to protect handicapped persons
against private acts of discrimination in housing. (Note that section 504

only prohibits discrimination by recipients of Federal financial assistance.)
If community alternatives to institutional care are to be achieved, legislative
action is required to protect mentally handicapped persons against housing dis-
crimination.

The Federal Government has already in place extensive legislation and
enforcement mechanisms to protect members of racial minorities against discrim-
ination in housing. A simple amendment to include mentally handicapped per-
sons in Title VIII, Fair Housing, of the Civil Rights Act of 1968^ would consti-
tute a major legal protection for this group of citizens. The inclusion of

such an amendment would in no way usurp the authority of those States that have
taken initiatives to resolve this problem, because the Civil Rights Act
requires the Federal Government to defer to State and local fair housing acts
which provide rights and remedies that are equivalent to those set forth in

the Federal act.^

The second part of this recommendation is made by the President's Commis-
sion on Mental Health in its preliminary report.^ The availability of ade-
quate and affordable housing for many low- income persons, including mentally
disabled persdns who have low incomes,^ can be enhanced if such actions are
taken.

^42 U. S.

C

. Section 3601 £t seq .

^42 U.S.C . Sections 3610(c), 3616.

^Preliminary Report to the President , the President's Commission on
Mental Health, September 1, 1977, page 13.

^See 42 U.S.C . 5303 (block grants) and 42 U.S.C . 1437f (rental assis-
tance) .
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4. GUARDIANSHIP

Recommendation 1. (a) State guardianship laws should be
revised to provide: (1) increased
procedural protections including,
but not limited to, written and
oral notice, the right to be
present at proceedings, appoint-
ment of counsel and a clear and
convincing evidence standard as
the burden of proof; a comprehen-
sive evaluation of functional
abilities conducted by trained
personnel; and a judicial hearing
which employs those procedural
standards used in civil actions in
the courts of general jurisdiction
of any given State; (2) a defini-
tion of incompetency which is

understandable, specific and relates
to functional abilities of people;
(3) the exercise of guardians'
powers within the constraints of

the right to least restrictive set-
ting, with no change made in a

person's physical environment with-
out a very specific showing of need
to remove a person to a more restric-
tive setting; and (4) a system of
limited guardianships in which rights
are removed and supervision provided
only for those activities in which
the person has demonstrated an inca-
pacity to act independently.

(b) Public guardianship statutes should
be reviewed for their effect in

providing services to persons in
need of but without guardianship.

Commentary I

State guardianship proceedings have been the traditional means of pro-
viding supervision and protection to mentally handicapped persons who are
residing in the community. As a result, large numbers of mentally handi-
capped individuals are subject to guardianship laws and to the profound legal
consequences which accompany the guardianship process.

All 50 States have some form of incompetency proceedings. Current

guardianship statutes generally authorize the appointment of a guardian upon
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a finding that a person is mentally incapable of caring for him/herself or his
property. Following such a finding, a court typically authorizes a guardian
to care for the "ward" in all matters connected with the ward's personal wel-
fare and/or property. With this legally authorized transfer of decisionmaking
authority to the guardian, the ward is deprived of his or her fundamental civil
rights,^ including the right to choose a residence, the right to sue in his or

her own behalf, the right to enter into contracts and, in some States, the

right to vote, to hold a license, and freely to marry. In addition, determina-
tion of incompetency may also result in the loss of other less obvious but

equally fundamental rights. Among the recognized rights to citizenship which
an adjudged incompetent may be denied are the right to go from place to place
as he or she pleases, ^ to meet with persons in public places,^ to enjoy the

privacy of family life^ and to determine appropriate medical care.^

While loss of physical freedom is not a necessary result of incompetency
determinations, a determination of incompetency does often result in some form
of institutionalization, particularly for the elderly. Sudden changes in

environment have proved traumatic to elderly persons. When such changes in

environment result in more restrictive personal control, in a nursing home or

in an institution, for example, they can have serious physical effects on an
elderly person and can even result in death.

The deprivation of legal rights inherent in guardianship requires that
guardianship laws must be scrupulous in their adherence to due process and must
be carefully tailored to avoid any unnecessary restrictions. Unfortunately,
many guardianship laws contain few, if any, procedural protections, and only a

handful of State laws make provisions for limiting the power of guardianship
to reflect actual abilities and disabilities of persons under guardianship.

See, generally, J. Regan and G. Springer, "Protective Services for the
Elderly", a working paper prepared for the Special Commission on Aging, U.S.
Senate, July, 1977.

^Papachr istou v. City of Jacksonville
,
405 U.S. 156 (1972).

3
Coates V. City of Cincinnati , 402 U.S. 611 (1971).

Il

Roe V. Wade, 410 U.S. 113 (1973); Griswold v. Connecticut, 381 U.S. 479
(1965).

5
Roe V. Wade

,
supra.

^See Klein v. Mathews , 430 F . Supp . 1005 (D. N.J. 1977).
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According to the American Bar Association's Commission on the Mentally
Disabled's recently completed 50-State survey of guardianship laws, 7 only 25

of these States require any sort of medical or psychological evaluation in con-
nection with a guardianship proceeding, despite the requirement for guardian-
ship of a finding of incompetency. And, while virtually all States make provi-
sion for a hearing to review the need for guardianship, laws in 37 States make
no specific provision for the fundamental right to present or cross-examine
witnesses. Many provide only for the appointment of counsel at the discretion '

of the court and few require counsel to be compensated by the State if the per-
son is indigent. Numerous commentators have suggested that the procedural
protections now established for involuntary commitment laws should also be

statutorily required in guardianships.^ In fact, the need for due process
protection in guardianship determinations has been recognized by Chief Justice
Burger in his concurring opinion in O'Connor v. Donaldson . ^ i

I

Most States' definitions of incompetency are equally in need of revision.
Incorapetency definitions usually are vague and overly broad. It is often i

impossible to know whether a person is incompetent under the State's definition
without reviewing thousands of individual cases to see what issues courts have
found relevant. Just as with the standards for involuntary commitment it is

crucial that definitions of incompetency be made specific, clear and under-
standable, so that rational and fair decisions concerning guardianship can be
made. Guardianship proceedings can play an important role for persons who are i

not able to perform certain basic functions such as obtaining food, clothing, I

and shelter. Specific definitions of incompetency along these functional lines I

can be written and, as with commitment laws, they should specify that the facts
used to justify guardianship must be recent and relevant.

Statutory failure to provide for "limited" guardianship poses very seri-
ous legal problems. Because many mentally handicapped persons need only a

limited degree of supervision, laws which treat guardianship as an "all or

nothing" proposition tend to restrict important legal rights without justifi-
cation. Such statutes cannot be considered a rational or reasonable exercise
of governmental power and are of dubious constitutional validity. Consequent-
ly, States which do not now require that guardianships be fashioned by courts
to meet only the functional inabilities of a ward should amend their laws to

permit guardianships only to the extent of and only as supported by proved
functional needs.

1

American Bar Association Commission on the Mentally Disabled, draft
unpublished document pertaining to rights of institutionalized develop-
mentally disabled persons, in progress.

8
See Regan and Springer, supra

,
and Kindred, "Guardianship and Limita-

tions upon Capacity", The Mentally Retarded Citizen and the Law (1976),

pp. 63-87, at 75.

^22 U.S. 575, 583 (1975).
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Use of a functional definition of incompetency also requires consistent
and periodic review, to permit lifting of the guardianship when the functional
inability ceases. And a functional definition necessarily limits the guardian-
ship to providing for care and assistance only in the context of the indivi-
dual's particular functional problem.

The right to treatment in the least restrictive setting is discussed else-
where in this report. It is extremely important to include this particular
right specifically in all incompetency statutes. A guardian usually has the

power to determine a ward's environment—an environment which can be unduly
restrictive, such as a State institution or a locked nursing home. Concrete
provisions to maintain a ward in a setting least restrictive of his or her

civil liberties are necessary and are consistent with a policy encouraging
keeping people in their own homes to the extent possible.

The demand for the "public-guardian" concept usually comes from indivi-
duals or groups who seek to provide services to persons who everyone agrees
are incompetent but who have no friends or relatives appropriate to serve as

guardians. The number of persons in such need is unknown, but the problem
seems to rest most heavily with elderly persons. About a dozen States have
provided for public guardians who may be appointed to protect persons and
their property. These laws, however, differ in approach and extent. Dela-
ware's public guardian, for example, deals primarily with financial matters
and is not really a full-scale guardian. The California law, on the other
hand, does provide for full guardianship through the public guardian's office,
optionally on a county-by-county basis. The Minnesota law provides for guardi-
anship of the person for mentally retarded individuals. Many States' guardian-
ship statutes allow not only individuals but also organizations or governmental

Numerous courts have held that government action which infringes on per-
sonal liberty must be limited to the extent necessary to achieve the govern-
mental objective. This principle, known as the doctrine of the least restric-
tive alternative, was first enumerated by the Supreme Court in Shelton v.

Tucker , 364 U.S. 479 (1960) and has been repeatedly applied in the mental
health field. See, e.g., Welsch v. Likins

,
373 F . Supp . 487, 502 (D. Minn.

1974); Davis v. Watkins
, 384 F . Supp . 1196, 1206 (N.D. Ohio 1974). A strong

argument can made that use of plenary guardianship when limited guardianship
suffices violates the least restrictive alternative doctrine. See also our
discussion in III. 8, infra .

^^Moreover, any placement in a restrictive setting should be preceded by a

judicial hearing which determines the need for institutional care.

12
These include Arizona, California, Colorado, Delaware, Georgia, Illinois,

Maine, Minnesota, North Carolina, Ohio, Oregon and South Dakota. See American
Bar Association Commission on the Mentally Disabled draft unpublished document,
above

.
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entities to serve as guardians. These statutes do not provide any specific
controls over the State or the organization that serves as guardian, because
those group guardians would be subject to the same controls as individual pri-
vate guardians.

While it is tempting to espouse a system of public guardians because of

the admitted need of some persons for this service, it is too early to proffer
such a recommendation. Very little research has been undertaken so far on the
need for or effectiveness of a public guardian. So that rational decisions can
be made as to the advisability of a public guardian, a full examination is

necessary. Simultaneously, other mechanisms such as private nonprofit corpora-
tions and public trusts should be explored.

It is apparent that reform of State guardianship laws is long overdue.
The panel's recommendations are designed to ensure that State guardianship laws

conform to the basic requirements of due process. The recommended procedural
standards represent those protections which are essential for a fair hearing.
The recommendations for limiting guardianship to specified activities may be

accomplished by providing the court both with testimony and a professional
evaluation of the abilities and disabilities of the person being considered
for guardianship.

Reforms similar to those recommended here have already been enacted in a

number of States,!^ although no particular State's laws are a model for all of

the suggestions of the panel.

^^See Kindred, above, at 72-75.

^“^See, for example. Cal. Probate Code 1460 Section 1400 et seq . ,
Idaho Code

Section 15-5-101 ^ seq . and Section 56-239, Mich. Stat . Ann . Section 330-1600
et seq . , Minn. Stat. Ann . Section 252A.01 et seq . and Section 525.54 et seq.,
Montana Rev. Codes Ann . Section 91A-5-101 et seq . ,

N.C. Gen. Stat . Se^ion
35-1.6 £t seq . ,

Texas Probate Code Ann. Title 5, Section 130 et seq . ,
and Wash .

Rev. Code Ann. Section 11.88 et seq.

L&E 38



1397

Reform of State guardianship laws should be neither controversial nor
fiscally burdensome to the States. If achieved, such reform will constitute a

major step in promoting the legal rights of mentally handicapped citizens.

Two broad areas related to guardianship laws that are of special impor-
tance to the mentally handicapped were not fully studied by the Panel: protec-
tive services and the practice of appointing substitute payees for persons en-

titled to Federal benefits.

(a) "Protective services" usually refer to services offered a physically
or mentally infirm older person or an abused, neglected or deserted child or an
adult mentally retarded person to assist him or her in carrying out activities
of normal living or to protect him or her from further harm. These services can
include health, medical, psychiatric, social or legal services. When provision
of services is accepted voluntarily and the intervention is slight, these are
seen as "supportive" services. When the intervention is significant or is

resisted, there may be a need for legal intervention to authorize the necessary
services. It is in situations where legal sanction is involved that the assis-
tance offered is truly "protective services."

Unfortunately, many State protective services laws provide for involun-
tary protective services without the same due process procedural protections
which are required by State guardianship or involuntary commitment laws. These
proceedings should not be used as a method of avoiding the constitutionally
required procedures.

Additionally, a State's involuntary commitment, guardianship and protec-
tive services laws should interrelate to each other in a rational manner and
definitions should be consistent. For a full discussion of protective services
for the elderly and for a model adult protective services act, see Regan and
Springer, above.

(b) Federal laws provide for appointment of a substitute payee for a

person entitled to receive Federal funds when that beneficiary is incapable of

managing his or her funds. Social Security payments, veterans' benefits and
other Federal benefits are affected.

These programs affect the mentally handicapped of all ages. Agency pro-
cedures and practices, however, vary as to supervision and review of how the
substitute payee handles funds or when the substitute is appointed. The Social
Security Administration, for example, without regard to the beneficiary's legal
competence, asks merely whether the interest of the beneficiary would be served
by the appointment of a substitute. (See, for example, 42 U. S .C . 405(j), per-
mitting payment of Federal old-age, survivors, and disability insurance bene-
fits to "a relative or some other person.") Criteria and standards are vague
and there are many constitutional questions related to the entire system of
substitute payees (see Regan and Springer, above, p. 44). The system does
appear to serve a useful purpose, however, and might usefully be reviewed for
reforms. Moreover, consideration should be given to whether the system might
serve more effectively if it were part of or related to guardianship arrange-
ments .
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5. CONFIDENTIALITY

The task panel agrees with the Congressianally-authorized Privacy Protec-
tion Study Commission that "the medical-care relationship in America today is

becoming dangerously fragile as the basis for the expectation of confidentiality
with respect to medical records generated in that relationship is undermined
more and more. A legitimate, enforceable expectation of confidentiality that
will hold up under the revolutionary changes now taking place in medical care
and medical recordkeeping needs to be created."^ Confidentiality, however, can-
not be an absolute and unbending requirement, because it must be reconciled with
legitimate needs for access to mental health information. With these recommen-
dations the panel attempts to balance the needs for confidentiality and access.

Recommendation 1. Federal and State laws should recognize
the principle that patients must have
access to their mental health records
and the opportunity to correct errors
therein.

Commentary :

It is ironic and unacceptable that at present in many jurisdictions
patients cannot see their own mental health records even though these records
are available to others. Personal access to an individual's record is essen-
tial. Aside from patients' right to know about the information compiled on
them, such knowledge is essential if the patient is to give truly informed
consent to release of such records. A person cannot consent to disclosure of

information he or she knows nothing about.

Most panel members agreed on the necessity for limited exceptions where
the revelation of information could cause concrete harm or would violate a

confidential relationship between the mental health professional and third

parties who supplied the information. Such circumstances will be exceptional;
several studies have shown that rather than causing harm, access to records has

in fact increased patient cooperation and lessened anxiety.^ Parents should

have access to the records of their children except where children have sought

therapy on their own. In such cases, children should have access to their own
records

.

^Privacy Protection Study Commission, Personal Privacy in an Information
Society

, 1977, p. 306.

2
Roth, L, Wolford, J. ,

and Meisel, A., Patient Access to Records —
"Tonic" or "Toxin", paper presented to the American Psychiatric Association at

its annual meeting. May 1977.
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Access to records is in itself insufficient without procedures for cor-
recting information. Procedures set forth in the Privacy Act of 1974^ and the
Buckley Amendments'^ could be used as models. Records should be copied with min-
imal reproduction fees and professionals should be available when necessary to

aid in interpretation of information in the files. Where the patient disagrees
with information in the file, the patient's own version should become a perman-
ent part of the files, and mediation should be provided where professional and
patient cannot agree on changes, with ultimate recourse to the courts when
necessary. Education is essential for the public so that patients know and can
take advantage of their right of access, and for professionals so that they can
prepare records in an appropriate manner.

Recommendation 2. Except where otherwise required by law,

confidentiality of mental health infor-
mation must be strictly maintained by
all persons who have contact with such
information. Mental health professionals
must alert their patients at the outset
of therapy about special conditions under
which complete confidentiality cannot be
maintained. States should also enact
strong penalties for the inappropriate
release of confidential materials by
mental health professionals without the
patients' consent.

Commentary :

The task panel recognizes the importance of protecting the confidentiality
of mental health treatment records from disclosure to others.^ All mental
health information must be so protected, even that in the files of general med-
ical practitioners. While the primary care-giver has the most obvious respon-
sibility to preserve confidentiality. State laws should include penalties

^4 U.S.C . 522a.

4
The Family Educational Rights and Privacy Act, 20 U.S.C . 1232g.

^See, in this regard, "Model Law on Confidentiality of Health and Social
Service Records", prepared by the American Psychiatric Association (APA) Task
Force on Confidentiality of Children's and Adolescents' Clinical Records and
the APA Committee on Confidentiality and approved by the APA Executive Commit-
tee of the Board of Trustees, September 1977 and the APA Executive Committee
of the Assembly, February 4, 1978.
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against anyone who discloses confidential information without consent. The
Privacy Commission has recommended criminal fines and penalties for disclosure^
and the Department of Health, Education, and Welfare, in a response to the Pri-
vacy Commission report, recommended injunctive relief and damages, to include
actual damages, punitive damages in cases of willful disclosure, attorney's fees
and general damages of not less than $1,000 nor more than $10,000.^ The panel
endorses those recommendations. Uniform State laws on testimonial privilege
should also be developed, emphasizing that the privilege belongs to the patient
or client. Those performing an evaluative function not protected by privilege
(e.g., competency evaluators) should be required to so inform the subject at the
outset of their relationship.

The areas in which disclosure can be made without consent are very contro-
versial but panel members agree that thesd exceptions must be carefully limited.
For example, where a therapist knows that a patient is about to do serious harm
to a third party, revealing that information to the police should not subject
the therapist to legal penalties. Many therapists believe, however, that if
they are compelled to break a confidence for reasons of overriding social pol-
icy, they should inform the patient and terminate the therapy, if the patient
so requests. In any event, it is the obligation of the therapist to inform the

^See Personal Privacy in an Information Society
,
above, pages 294-295.

^"Report and Recommendations on Statutory Protection for Health Records",
Department of Health, Education, and Welfare staff study, October 12, 1977,

pp. 26-27. Transmitted to the Hon. Paul G. Rogers, Chairman, Subcommittee on
Health and the Environment, House Committee on Interstate and Foreign Commerce,
October 31, 1977.

g
The reader should note, however, that (without our attempting to formulate

guidelines) there is a significant distinction between knowing with some degree
of certainty that a patient is about to commit a crime and guessing or predict-
ing . In a recent controversial decision the California Supreme Court has held
psychotherapists responsible in damages for failure to warn an intended victim
about their patient's threatened dangerous acts. Tarasof

f

v. Regents of Uni-

versity of California
, 13 Cal

.

3d 177, 118 Cal. Rptr . 129 (1974), reaffirmed 17

Cal . 3d 425, 131 Cal. Rptr . 14 (1976). While the Panel did not have the
opportunity to explore the issues posed by Tarasof

f

in any detail, there was

consensus that holding a therapist responsible for predicting dangerousness and

requiring the therapist to play the role of "policeman", without extremely clear

guidelines, would be unfair both because psychotherapists lack the expertise to

predict future dangerous conduct accurately and because of the inherent con-

flicts in the roles of therapist and law enforcer. See our discussions of dan-

gerousness and of the double agent. Section III. 12 (pp. 97, 99-100) and

Section V (pp. 116-118), respectively.
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patient at the outset of therapy of the specific situations in which an excep-
tion to the principle of confidentiality will be made. To give another example,
therapists should inform patients in advance that they will have to supply
information when served with a subpoena. In this regard, the panel condemns the
frivolous use of subpoena power and strongly recommends that therapists be fully
informed of their right to contest and that patients be informed whenever any
information concerning them is released.

The panel further recommends that release of information for purposes of

auditing mental health service programs be limited, and that laws be amended to

allow information to be gathered without patient identifiers. Disclosure of

information for research purposes is discussed more fully in another section of

this report. It should, however, be noted that any confidential information
utilized for mental health research proposes should be coded so as not to reveal
the individual subject's identity, and information which identifies the subject
should never be passed on to other researchers without express written consent
of the subject.

Recommendation 3. Consent forms for release of informa-
tion concerning patients' histories
should be limited to particular items
of information in their records relevant
to the specific inquiry posed by third
parties who have a legitimate need for

such information. Blanket release forms
should be prohibited, and nonspecific
requests for information should not
receive response. Consent to release
information should be of limited dura-
tion and should be revocable by the
patient at any time. A record should
be maintained in each patient's file
describing what information has been
released, when, to whom, and for what
purposes

.

Commentary ;

Panel members are alarmed by the extent to which requirements of informed
consent for release of mental health information are ignored or abused.
Patients should be informed that refusal to give consent will not jeopardize
their right to present or future services except where disclosure is necessary
for the specific service or claim in question. See, for example, the recommen-
dation and discussion on appropriate employment questions which follows. The
duration of consent should be limited and individuals should have the right to

revoke it at any time. For example, in order for insurance companies to perform
legitimate cost-control and quality-control functions they must occasionally
have access to mental health information. Because of the individual's right to

privacy and because information about the individual's mental health will change
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f

I

js

over time, insurance companies should not be permitted to obtain information
freely at any time or to store information over long periods of time.

A disclosure log must be included in each file which will show the date :

and content of the disclosure and the recipient of the information. Disclosure
logs are required under the Privacy Act, the Buckley Amendments and several
State fair information practices laws, and they have been put into effect with- '

out undue administrative burden. Consent for release of information from the
|

files of children should be given jointly by the child and the parents, and
alternatives, such as the sealing of children's mental health records when they
reach a determined age, should be explored.

Recommendation 4. Employers' questions to job applicants
and employees must be related to objec-
tive functioning skills directly rele-
vant to the specific job for which the
applicant or employee is being consi-
dered.

Commentary :

Employers should not be permitted to ask job applicants and employees gen-
eral questions concerning the nature or severity of any psychiatric or treatment
disorders. In a recent case, a social worker was turned down for a county job
after refusing to answer questions about such matters as "depression or exces-
sive worry" and "trouble sleeping." The consent order filed in the case halted
use by the county government of an employee medical history form which requested
intimate details about mental health treatment and which required general
release of job applicants' medical records. Such broad questions must be abol-
ished. The burden should be on the employer to justify any inquiry. To avoid
stigma or discrimination based upon past mental status, emphasis should be

placed upon probationary evaluation periods for new employees. Any mental
health information gained from the job applicant or through medical examinations
must be held in strict confidentiality. The employer should have no access to

the files of employees receiving mental health care as a benefit of employment.

This recommendation adopts and expands the approach of section 504 of the

Rehabilitation Act of 1973.
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Recommendation 5. Third-party insurers should be encour-
aged to utilize peer review or other
similar mechanisms which allow an eval-
uation of the necessity and appropriate-
ness of treatment to be conducted while
the patient's identity remains anonymous
Centralization and sharing of personal
information without the express, written
consent of the patient or client should
be prohibited.

Commentary :

Insurers need information to process claims. The burden should be on the

insurance company, however, to seek only that information which can be shown to

be relevant to determine the appropriateness of a claim and to protect personal
information from further dissemination or release. Background data on a

patient's mental health history should not be maintained and information should
not be gathered from sources other than the patient and the caregiver. Insur-
ance companies should be liable for any release of information. The public
should be notified of the existence of data banks, of their rights to have
access to and to change personal information, and of their right to refuse to

consent to centralization and sharing of this mental health information.^

9 . .

An alternative which the Panel thinks worthy of consideration is requiring
third-party payors to use statements of the general "level of functional impair-
ment"* rather than diagnosis in evaluating the necessity and appropriateness of
treatment. Such statements would numerically record the patient's level of
functional impairment at the time of the treatment in question without sadd-
ling the patient with a diagnostic label which could impart lasting stigma.
Such an approach has undergone a preliminary test and has been termed "an out-
standing success." See "APA Insurance Code System Said Success", Psychiatric
News , December 16, 1977, p. 21. See also Confidentiality and Third Parties ,

Task Force Report 9, American Psychiatric Association, 1975, pp. 14-20.
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Recommendation 6. The task panel has reviewed and gen-
erally supports the report of the

Privacy Protection Study Commission,
Personal Privacy in an Information
Society , concerning confidentiality
of medical records. Implementation
of that Commission's recommendations
should be required not just in Medi-
care/Medicaid institutions as the report
suggests but by all facilities main-
taining mental health records.

Commentary :

Task panel members agreed on general support of the thorough and thoughtful
report of the Privacy Commission. We recommend, however, that implementation of

its recommendations on medical records not be limited solely to institutions
covered under Titles XVIII and XIX of the Social Security Act. Rather, all
recipients of Federal funds that provide mental health services should be

required to implement the Privacy Commission's recommendations, and private
institutions should be encouraged by the States to follow these recommendations.
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6. FEDERAL BENEFITS

Reconmendation 1. Existing Federal statutes, regulations,
and programs should be reviewed for

instances of discrimination against
mentally handicapped individuals.
Appropriate legislative or administra-
tive action should be taken to elim-
inate barriers and other restrictive
provisions or practices.

Commentary :

Supplemental Security Income (SSI), Medicare, Medicaid, Social Services;
Old Age and Survivors and Disability Insurance; food stamps; CHAMPUS (Civilian
Health and Medical Program for the Uniformed Services) and Veterans' Adminis-
tration entitlements; specialized services such as vocational rehabilitation,
maternal and child health services, family planning services, and nutritional
programs for the elderly— the list of Federal benefits potentially available to

mentally handicapped persons is somewhat staggering. Sadly, this list is not an
accurate measure of governmental concern for mentally handicapped persons or of

the resources actually available to such individuals. To the contrary, mentally
handicapped persons often do not receive the full benefits of these Federal pro-
grams and are sometimes excluded from eligibility because of their handicap or

the locale where the service is provided. These types of discrimination are
compounded by restrictive interpretations of "disability" or "illness," by
failure to disseminate information about existence of resources or eligibility
for benefits and by jurisdictional confusions. Indeed, the experience of many
potential beneficiaries of Federal programs is that administrators adopt a nega-
tive attitude: "What can I do to keep you from getting this assistance?"

The various Federal benefit programs share only one feature. None views
the mentally handicapped individual as a whole person; rather, each, by. its

nature, attempts to compartmentalize applicants and forces them to fit them-
selves into arbitrary and conflicting pigeonholes. Each program has its own
economic and programmatic eligibility requirements, provides its own level of
care and/or offers its own level of benefits. It is difficult enough for a per-
son who is not mentally handicapped to traverse this quagmire, but it can be
nearly impossible for many mentally disabled beneficiaries who are expected to

"go it alone" at a time when they have no resources, financial or otherwise, and
no one to help them along. These legal and administrative barriers to assis-
tance for mentally disabled persons, particularly those attempting to survive
in the community and return to society's mainstream, must be identified and
eliminated

.

Identification and modification of discriminatory or unreasonable Federal
practices or requirements should be accomplished, at least in part, in connec-
tion with the President's proposed reform of Federal welfare programs and in any
proposed program of national health insurance. The welfare reform bill already
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proposed by the Administration,^ for example, could usefully be modified in

several respects. Under this proposal, reduced benefits would be paid to a

mentally handicapped person who has worked in the past but is now able to work
only episodically. The automatic assumption that such a person is able but is

unwilling to work (which is the cause of the reduction of benefits) is discrim-
inatory. The bill would also mandate review for ability to work every 3 months.
Such frequent reviews may in fact constitute harassment for many mentally handi-
capped individuals. And the Administration proposal would retain the provision
for reduction in benefits for an adult "living in the household of another"
which is found in the present welfare legislation. Such a provision consti-
tutes a disincentive to keeping families together.

Moreover, the Department of Justice has already announced its intention to

conduct a survey, in conjunction with the operating agencies, of existing Fed-
eral laws and programs with a view to eliminating or revising provisions which
discriminate on the basis of sex. The panel urges the Department to expand its

announced survey to identify instances of discrimination against or unfair
treatment of mentally disabled individuals, in connection with income mainten-
ance and medical assistance programs and other areas of Federal Law.

The primary examples of discrimination in Federal assistance programs are
the limitations on coverage of mental health treatment under the Medicare and

Medicaid programs.^ Medicare limits payment for inpatient psychiatric services
in psychiatric institutions to 190 days per lifetime^ and for outpatient physi-
cians' services to $250 per year;"^ persons between the ages of 21 and 65 are

^See H.R. 9030 and S. 2084, 95th Congress, 1st Session.

2
See generally 42 U. S .

C

. 1395 ^ seq . and 42 U. S . C

.

1396 £t seq . ,
respec-

tively.

^42 U.S.C . 1395d(b)(3) and 1395d(c).

^2 U.S.C. 13951(c).
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excluded altogether from the Medicaid reimbursement for treatment in a psychi-
atric facility.^ These provisions are made even more irrational by such provi-

sions as those allowing reimbursement for services in a general hospital but not

for the same services in a mental hospital^ and the "50 percent rule," which
deems facilities to be psychiatric in nature—and thus subject to benefit

^See 42 U. S .

C

. 1396d(a)(4), (a)(14), (a)(16), and (a)(17), and 1396d(h).
These sections define the Medicaid limitations on payments for skilled nursing
(facility) services to patients in institutions for mental diseases who are 21

years of age or older, on pa 3nnent for inpatient hospital services, skilled nur-
sing home services or IGF services for individuals 65 years of age or over in an
institution for mental diseases, and on treatment in mental hospitals for indi-
viduals under age 21; exclude care or services for any individual who is an
inmate of a public institution (except as a patient in a medical institution) or

who has not attained 65 years of age and who is a patient in an institution for
tuberculosis or mental diseases; and limit the receipt of inpatient psychiatric
hospital services by those under 21.

Note that the exclusion for inmates of public institutions applies to

inmates of jails and prisons. See our discussion of criminal justice system
issues in section III. 12, below.

^Definitions of "inpatient hospital services" (42 U. S .

C

. 1395x(b)) and
"hospital" (42 U.S.C . 1395x(e)) do not place any limitations on the diagnostic
categories of "mental, psychoneurotic and personality disorders" as are stated
in 42 U.S.C. 13951(c); but all patients who receive "inpatient psychiatric hos-
pital services" (42 U.S.C . 1395x(c)) in "psychiatric hospitals" (42 U.S.C .

1395x(f)) are subject to the 190 day lifetime limitation in 42 U.S.C.
1395d(b)(3).
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restrictions and limitations—because more than half the residents are mentally
ill.^ Most of these limitations have been upheld by the courts against consti-
tutional attack,^ but they are nonetheless logically and programatically inde-
fensible. The distinctions between mental health and other kinds of health
care should be eliminated; the cost of doing so can be minimized by reducing
the emphasis on and need for institutional confinement (see below).

In this connection, the task panel agrees with the recommendation in the
President's Commission's preliminary report (pp. 18-19) that the current Medi-
caid IGF (intermediate care facility) provisions be expanded to include such
facilities for mentally ill persons, in addition to those for mentally retarded
individuals and others already authorized under the law (see below). The panel
would limit this class of providers, however, to facilities serving 15 or fewer
patients. Additionally, provider requirements for "generic" skilled nursing
facilities and intermediate care facilities should be directed toward their
role in caring for mentally handicapped persons. Both staffing and structural
standards should reflect the therapeutic needs of the mentally handicapped and

the importance of a nonrestr ictive environment.

Another area of irrationality and arbitrariness is in the definitions of
mental disability for purposes of SSI (Supplemental Security Income) eligi-
bility.^ The current definitions should be reviewed for equity and for consis-
tency with current concepts in psychiatry and other disciplines. Indeed, the
entire administration of the SSI program (if it is continued) needs to be

^"The excluded institutions are those 'primarily' providing care for

patients with 'mental diseases.' An institution is characterized as 'pri-

marily' one for mental diseases if it is licensed as such, if it advertises as

such or if more than 50 percent of the patients are in fact patients with men-
tal disease. In some instances a facility may be 'primarily' concerned with
such individuals because they concentrate on managing patients with behavior or

functional disorders and are used largely as an alternative care facility for

mental hospitals, even if less than 50 percent of the patients have actually
been diagnosed as having a mental disease."

- Social and Rehabilitation
Service, Field Staff Information
and Instruction Series: FY 76-44,

Federal Financial Participation in

Payments for Care in Institutions
for Mental Disease . November 1975.

See also 42 U. S.

C

. 1396d(a)(4) and (15) and (a)(14) and pertinent regulations
contained in 45 C.F.R. 248.60 and 45 C.F.R. 249.10(c)(1).

g
See Legion v. Richardson

,
354 F. Supp .

Weinberger
,
399 F.Supp . 1127 (D.D.C. 1974),

456 (S.D. N.Y. 1973); Kantrowitz v.

affirmed 530 F. 2d 1034 (1976).

^42 U.S.C. 1382c(a)(l).
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improved to make eligibility and recertification procedures more humane, to

enhance information, referral and outreach efforts, and to foster communication
with and understanding of mentally handicapped individuals. For example, it

should be possible at least to keep a client’s SSI file open when he returns
to a mental hospital and/or to consider persons released from mental institu-
tions "presumptively disabled, to avoid repeated and frustrating delays in

receipt of desperately needed payments by persons returning to the community.

Handicapped children face special difficulties in receiving Federal bene-
fits under Medicaid and SSI. Under the Medicaid program, both maintenance and

services are reimbursed for children in institutions, while the program pays
only for medical care for children in less restrictive settings. Home health
care, while a mandatory service for adults, is not required for those under 21.

This amounts to a disincentive for deinstitutionalization. The SSI program has
reached only a small fraction of eligible children as a result of inadequate
outreach and follow-through procedures and restrictive definitions of dis-
ability.

Recommendation 2. (a) Federal assistance programs should
be administered and governing legal
provisions modified, where necessary,
to implement the principle of place-
ment or treatment in the "least
restrictive alternative" and to

foster deinstitutionalization of men-
tally handicapped individuals.
Appropriate measures might include
the following steps:

(1) A class of intermediate care
facilities for mentally ill

persons, comparable to those
for mentally retarded indi-
viduals and others but limited
to a maximum of 15 beds, should
be created under the Medicaid
program.

(2) "Clinic services" should be

required rather than an optional
service in Medicaid; the limi-
tations on outpatient physician
services in Medicare should be
eliminated; and both Medicare and
Medicaid benefits should be made
available for inpatient and

U.S.C . 1382(e) (1) (B)

.
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outpatient services in com-
munity mental health centers
for the mentally handicapped
of all ages.

(3) The thrust of the current Medi-
caid intermediate care program
for mentally retarded persons
should be directed toward com-
munity-based, rather than insti-
tutional, facilities for mentally
retarded persons, and appropriate
changes should be made in the
ICF/MR (mentally retarded) regu-
lations where necessary to facili-
tate use of Medicaid funds for

community-based programs. Medi-
caid should also be amended to

require home health services
for children under 21.

(4) The Department of Health, Edu-
cation, and Welfare should
strictly enforce the Medicaid
standards for residential
institutions for mentally
retarded persons set forth in

45 CFR Sections 249.12 and

249.13 and should ensure prompt
decertification of those large
institutions which do not meet
the standards.

(5) Preadmission or admission certi-
fication, peer review and utili-
zation review and relevant PSRO
(Professional Standards Review
Organization) activities require-
ments should be enforced in all

inpatient facilities under Medi-
care and Medicaid to ensure that
hospital, skilled nursing (SNF)

or intermediate (ICF) care is

provided only on the basis of

individual need and that alter-
native, less restrictive place-
ments are considered and pro-
vided when appropriate.
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(6) HEW should require State plans
submitted pursuant to Title XX
of the Social Security Act
(42 U.S.C (U.S. Code) 1397 et

seq . ) to address specifically
the problems and needs of men-
tally handicapped persons who
live in the community or who
could live in the community if

financial or other assistance
were available.

(7) HEW should require State
Developmental Disabilities
Councils and other agencies
funded under the Develop-
mentally Disabled Assistance
and Bill of Rights Act
(42 U.S.C. 6001 et £eq. ) to

focus their activities on
deinstitutionalization of

developmentally disabled
individuals and on creation
of community-based living
arrangements, day programming
and support services for such
individuals. HEW should speci-
fically prohibit use of D.D.

Act funds for construction,
renovation, or expansion of

large institutional facilities.

(8) HEW should develop regulations
which require State mental
health plans mandated under
P.L. 94-63 (42 U.S.C. 2689t) and

State health plans required under
P.L. 93-641 (42 U.S.C. 300m-2
(a)(2); 42 U.S.C. 300k-l et seq.)

to evaluate resources for com-
munity programs for the mentally
handicapped and to plan for the

development of community resources
that will ensure that mentally
handicapped persons are enabled
to live in the least restrictive
setting consistent with their
individual needs.
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(9)

Federal guidelines for State
regulation of group homes
(board and care homes) where
SSI recipients are living
should emphasize the need to
encourage personal independence
and to provide access to

necessary health care and social
services. The Department of
Health, Education, and Welfare
should ensure rapid compliance
with the interim regulations
requiring counseling, and
social and other services for

children under 7 as well as

for those children unable to

attend school.

(10) Federal AFDC (Aid to Families
with Dependent Children) foster
care funds^^ for children should
only be available if out-of-home
placement is in the least restric-
tive setting and in as close
proximity to the child's home as

is consistent with the child's
special needs.

(11) The Department of Health, Educa-
tion, and Welfare should, within
the Office of the Secretary,
examine the impact of Supplemental
Security Income, Medicaid, and
other Federal programs on the

deinstitutionalization of mentally
handicapped children, and develop
specific proposals for reducing
inconsistent fiscal incentives
and regulations.

(b) As a direct, initial, positive step,

the Federal Government should develop
within 180 days of the Commission's
report a coordinated response to and

plan for implementation of the recom-
mendations contained in the GAO (Gen-

eral Accounting Office) report of

January 7, 1977, "Returning the

^^42 U.S.C. 608.
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In recent years, a substantial number of courts have concluded that men-
tally handicapped persons have a right to live and receive treatment, if neces-
sary, in the least restrictive environment consistent with their needs. At

the same time, a growing number of States have endorsed the concept of deinsti-
tutionalization for those mentally handicapped persons who are capable of

living in the community. Despite these positive trends, practical steps have
yet to be taken to ensure that mentally handicapped persons can live and work
in environments which maximize their opportunities for independence. There is

a great need for the development of adequate community based mental health and

mental retardation services and support systems.

Funding restrictions have profound implications for most of the desirable
community living arrangements. Supplemental Security Income (SSI) restrictions
on recipients and Medicare and Medicaid limitations on providers as well as

recipients negatively affect the accessibility and availability of services to

the mentally handicapped. Current funding patterns do not readily lend them-
selves to initiating and maintaining community support systems; transferring
institutional resources to the community, if at all possible, has proved diffi-
cult; startup funds for new community programs are scarce and funding sources
are fragmented; fiscal incentives often work against service goals. In fact,
the Federal Government is often placed in the unfortunate position of offically
supporting financial disincentives to small congregate living arrangements.

Therefore the task panel, as previously noted, would agree with the Presi-
dent's Commission's preliminary recommendation with respect to creation of a

class of "ICF/MH" providers under Medicaid, governed by a separate set of
staffing, programmatic and physical plant requirements which would be tailored
to the special needs of mentally ill persons but would not be unduly burden-
some and restrictive and would facilitate movement into the community. The
panel supports the provision of Medicare and Medicaid reimbursement for ser-
vices provided by community mental health centers, so that persons needing such
help can obtain it in a convenient and unres trictive setting. Other changes in

Medicare and Medicaid provisions also may be necessary to ensure availability
of other types of community services such as home health and day care services.

12
See, for example, O'Connor v. Donaldson, 422 U.S. 563 (1975), Lake v.

Cameron
, 364 F. 2d 657 (1966), Dixon v. Weinberger

,
405 F . Supp . 974

(D.D.C. 1975), and Wyatt v. Stickney
,
344 F. Supp . 373 and 387 (M.D. Ala. 1972)

aff'd. sub. nom. Wyatt v. Aderholt
,

503 F. 2d 1305 (5 Cir. 1974).
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Modifications in intermediate care facility and skilled nursing facility
standards and provider requirements are needed because for many persons with
both physical and mental handicaps these facilities may represent the most
appropriate care facility. While Federal regulations cover many aspects of the
physical structure and staffing of these facilities, there are no specific
provisions which require the facility to be able to identify and meet the
unique needs of the mentally handicapped.

Similarly, some of the institution-oriented physical standards and medi-
cally-based staffing requirements in the current Medicaid (ICF/MR) regulations
governing mental retardation facilities ought to be amended, with due regard
for the health and safety of beneficiaries, to allow for reasonable application
to community residential facilities. The current HEW regulations provide an
elaborate set of requirements, tailored to large, traditional mental retarda-
tion facilities, which must be met to allow Federal reimbursement for services
provided to mentally retarded clients. Originally, such standards were to be
met no later than March 18, 1977. However, on June 3, 1977, HEW amended the
regulations, primarily to allow large State facilities until July 18, 1978 to

correct staffing deficiencies and to give them until July 18, 1980—and, in some
cases, until July 18, 1982— to correct fire, safety, and other physical plant
deficiencies. Such an extended period for correction of basic institutional
shortcomings has the double drawback of permitting mentally retarded individuals
to be maintained in substandard and even dangerous facilities for up to 5 more
years and encouraging States to continue to invest huge sums of money in facil-
ities which should more appropriately be phased out or greatly reduced in size.

HEW would be better advised to begin now to withdraw reimbursement from
inadequate and unneeded institutions and to enforce existing admission and
review requirements,^^ thus requiring States to plan for and implement movement
of clients to less restrictive settings. States must not continue to be encour-
aged in the belief that the simplest—perhaps the only—way to qualify for Medi-
caid reimbursement for mental retardation services is to build "bigger and bet-
ter" institutions.

The same kind of action is required with respect to other Federal pro-
grams, to ensure the availability of community resources and services for men-
tally handicapped individuals. For example, HEW should require (1) that States

allocate a portion of their Title XX expenditures for the deinstitutionaliza-
tion efforts of their mental health and mental retardation agencies and to pre-

vention of future institutionalization of handicapped persons, and (2) that

social support services necessary for comprehensive community care be a compo-
nent of all State plans under Title XX. (If such a requirement cannot be im-

posed by regulation, the Administration should seek the necessary legislation.)
Similarly, the regulations issued by HEW under the Developmentally Disabled

These requirements should be enforced in all programs for mentally handi-
capped persons which are financed by Medicare or Medicaid payments.
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Assistance and Bill of Rights Act,^^ which now merely parrot the general lan-
guage of the statute, should be amended where appropriate,^^ to require empha-
sis on deinstitutionalization and prevention of future institutionalization and

to prohibit expenditure of scarce Federal or other public funds on renovation or

construction of inappropriate institutional facilities.

Just as the Federal government should take specific steps to facilitate
deinstitutionalization for adults, so too it must assume more leadership on
behalf of the deinstitutionalization of children. A major step in this direc-
tion would be to ensure that all federally funded out-of-home placements for

children are in the least restrictive setting. In addition, there is a press-
ing need for an interagency examination of the Federal role both within the
Department of Health, Education, and Welfare (e.g.

,
the National Institute of

Mental Health and the Administration for Children, Youth and Families) and out-
side of it (e.g., the Law Enforcement Assistance Administration and the Office
of Juvenile Justice and Delinquency Prevention in the Department of Justice).
The present lack of Federal leadership in this area should be corrected.

Finally, while the panel does not possess the factual information neces-
sary to evaluate every recommendation of the previously-mentioned GAO report,
we approve of the thrust of the GAO recommendations and believe the Federal
Government should proceed with a plan for their implementation. We acknow-
ledge the establishment of a Task Force on Deinstitutionalization by the Secre-
tary of Health, Education, and Welfare in October 1977 and urge cooperation by
all other Federal departments in the efforts begun by this task force.

Recommendation 3. Necessary steps should be taken to adapt
and, where necessary, expand "generic"
Federal programs so that they meet the

needs of mentally handicapped individuals.
Provisions in the laws creating such pro-

grams which are designed to assist the

mentally handicapped should be fully and

promptly implemented.

Commentary :

Existing Federal programs in such diverse areas as housing, vocational
rehabilitation, and aid for veterans and the elderly can, with proper emphasis,
be a valuable source of assistance for mentally handicapped individuals. In

many instances, they can mean the difference between institutionalization and

life in the community for such individuals. The recommendation in the

^^45 C.F.R . Parts 1385-1387.

^^For example, 45 C.F.R. Sections 1386.17(b), 1386.42, 1386.43, 1386.47,

1386.48.
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Preliminary Report of the President's Commission (pp. 12-13) with regard to
housing programs is an excellent example of how Federal funds and leadership
could enahnce the lives of mentally disabled persons.

Additionally, consideration should be given to steps to help prepare men-
tally disabled individuals for vocational goals. For example, a longer period
of training and a more structured learning situation may be necessary for the
mentally disabled to acquire vocational skills and a longer period of postem-
ployment services fo such individuals may be necessary to assure that they
maintain employment. The panel feels that vocational rehabilitation programs,
in general, have not been particularly responsive to mentally handicapped per-
sons' needs and, like other generic programs, must be adapted to meet the needs
of more severely disabled clients than they are accustomed to serving. We do
applaud the recent amendments to the vocational rehabilitation legislation
which mandate that if a State agency cannot serve all eligible individuals it

must select first those individuals with the most severe handicaps. But this
provision is not in practice effectuated by the States. We believe that consi-
deration must also be given to services oriented toward increasing the capa-
city for independent living of severely mentally handicapped persons who cannot
be employed.

The Federal Government should also require that State and area agencies
funded under the Older Americans Act amendments'^ provide for an assessment of
the needs of the mentally handicapped elderly and include services for this
group in their development of community-based resources for the elderly. With
regard to veterans, the panel feels that the role of the Veterans Administra-
tion (VA) in providing psychiatric services—particularly in administering psy-
chiatric hospitals—should be carefully studied. VA institutions have already
been criticized because of their remote locations and because of the

^^29 U.S.C . 721 (a)(5)(A).

^^See the Older Americans Act of 1965, as amended, P.L, 89-73, as amended.
Under the amendments, the Administration on Aging within the Department of

Health, Education, and Welfare is required to "develop plans, conduct and

arrange for research in the field of aging, and assist in the establishment of

and carry out programs designed to meet the needs of older persons for social
services, including nutrition, hospitalization, pre-retirement training, con-
tinuing education, low-cost transportation and housing, and health services"

(42 U.S.C . 3012(a)(4)). The Act also provides for grants or contracts for

model projects to promote the well-being of older persons, with special consi-
deration to programs that will "provide services to assist in meeting the par-

ticular needs of the physically and mentally impaired older persons including
special transportation and escort services, homemaker, home health and shopping

services, reader services, letter writting services, and other services
designed to assist such individuals in leading a more independent life" (42

U.S.C . 3028(a)(4)). There is, however, no requirement that the State agency
include an assessment of the needs of mentally ill older persons in the State

plan (42 U.S.C . 3025).
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artificiality of an environment made up almost exclusively of chronic male
patients. In any event, the current practice of involuntary transfer or com-
mitment of veterans in one State to a VA hospital in another State should be

ended, by Federal and State statutory revision if necessary or by administra-
tive action to the extent possible. The VA should use its resources to provide
or pay for psychiatric services to veterans in locations as close as possible to

their home communities or at least within their State of residence.

Recommendation 4. Federal program and funding agencies
should promptly promulgate and enforce
regulations implementing section 504 of

the Rehabilitation Act of 1973, which
specifically prohibits discrimination
against handicapped persons by any
recipient of Federal funds.

Commentary :

Discrimination practices in education, employment, housing, transportation
and other public and private services could be significantly curtailed if Fed-
eral agencies other than the Department of Health, Education, and Welfare (HEW)
would promptly issue program-specific regulations, as HEW has already done,
implementing section 504 with respect to the programs funded or supported by
each such agency. Section 504, which prohibits discrimination in federally
assisted programs on the basis of mental or physical handicap, was. enacted more
than 4 years ago; now that HEW has done the groundwork with its extensive 504
regulations, there is no reason why all other affected agencies should not be
instructed to follow suit within 180 days.

Moreover, so that the full impact of section 504 can be realized, enforce-
ment procedures should be specified and funds made available for their effectu-
ation. We understand, for example, that until very recently the Office of
Civil Rights (OCR) in HEW spent less than 1 percent of its time on section 504
enforcement and that there exists a 3-year backlog of complaints. More staff
and fiscal resources are obviously necessary if OCR is to handle and address
issues of systematic discrimination.

18
See "Health Care for American Veterans", Report of the Commission on

Health-Care Resources in the Veterans' Administration, National Research Coun-
cil, National Academy of Sciences. Washington, National Academy of Sciences,
1977.
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Recommendation 5. There should be periodic program reviews
of the utilization of federally funded
benefits and services by the mentally
handicapped to assess the quality and
quantity of services provided and to
determine their effectiveness in meeting
the needs of the mentally handicapped
and in promoting independent living.

Commentary :

Facts available on the number of mentally handicapped individuals who are
eligible for or receiving benefits from the various federally funded programs
are inadequate to assess need for services or appropriate utilization. The
lack of data also hampers program reviews to determine appropriateness and qual-
ity of services. An adequate data base should be established to provide the

basis for periodic assessment of the effectiveness of these programs in meeting
the needs of the handicapped and in providing them equal access to benefits,
and for making necessary changes in program administration or- legislation.
Regular periodic reviews of programs and provider standards must focus on the

effect of these programs and standards on the clients.

It would be tragic if the panel's recommendations resulted in a mere redis-
tribution of funds and rearrangement of funding sources or solely in increasing
the number of providers, but had no impact on improving actual patient/client
care and treatment. Periodic program reviews should help to assure that reforms
in Federal mental health benefit programs are focused directly on the ultimate
beneficiaries of these services.
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7-9. THE RIGHT TO TREATMENT AND TO PROTECTION FROM HARM, THE RIGHT TO TREAT-
MENT IN THE LEAST RESTRICTIVE SETTING AND THE RIGHT TO REFUSE TREATMENT
AND TO THE REGULATION OF TREATMENT

Recommendation 1. The President’s Commission in its final
report should endorse the underlying
legal and ethical bases for the right to

treatment and to protection from harm,
the right to treatment in the least
restrictive setting and the right to

refuse treatment and to the regulation
of treatment. The Federal and State
governments should be encouraged to

protect these rights by legislation and

other appropriate action.
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7. THE RIGHT TO TREATMENT AND TO PROTECTION FROM HARM

Commentary :

While the Supreme Court has not directly decided whether there is a con-
stitutional right to treatment (for mentally ill persons) or to habilitation
(for mentally retarded persons), the overwhelming weight of legal authority is

that (at least) all involuntarily confined mental patients have a "constitu-
tional right to receive such treatment as will give them a reasonable oppor-
tunity to be cured or to improve (their) mental condition" (Wyatt v. Stick-

ney ) ^ To fulfill this treatment right, a State must provide a humane physical
and psychological environment, qualified staff personnel in sufficient numbers,
and individualized treatment or habilitation plans for each client.^

In affirming the trial court's ruling in Wyatt
,
the Fifth Circuit Court of

Appeals relied largely on its decision several months earlier in Donaldson v.

O'Connor.^ The Fifth Circuit panel in Donaldson had noted:

(P)ersons committed under what we have termed a parens patriae
ground for commitment must be given treatment lest the involuntary
commitment amount to an arbitrary exercise of government, power pro-
scribed by the due process clause... The second part of the theory
of a due process right to treatment is based on the principle that
when the three central limitations on the government's power to

^
Wyatt V. Stickney , 325 F . Supp . 781, 784 (M.D. Ala. 1971), 344 F . Supp .

1341 (M.D. Ala. 1971), 344 F.Supp . 373 (M.D. Ala. 1972), 344 F.Supp . 387 (M.D.

Ala. 1972), aff'd sub , nom. Wyatt v. Aderholt
,
503 F. 2d 1305 (5 Cir. 1974).

^Wyatt , 344 F . Supp . , at 1343.

To satisfy these conditions, the Wyatt court ordered State officials to

implement detailed sets of standards (developed from recommendations submitted
by all parties and amici curiae ) in 25 different areas (mental health) and 49

areas (mental retardation), including environmental conditions, medical treat-
ment, physical facilities, staff ratios, compensation for employment, treat-
ment/habilitation plan specifications, nutritional requirements, and plans for

transitional care. 344 F.Supp . at 379-386; 344 F.Supp . at 395-407. The Wyatt
court also appointed a seven-member "human rights committee" for each affected
institution to review "all research proposals and all treatment/habilitation
programs to ensure that the dignity and human rights of residents are pre-
served", and to advise and assist residents who allege their legal rights have

been infringed. 344 F.Supp . at 376; 344 F.Supp . at 392.

^Donaldson v. O'Connor ,
493 F. 2d 507 (5 Cir. 1974), vacated and remanded

on other grounds sub , nom .
0

' Connor v. Donaldson ,
422 U.

S

. 563 (1975). See

footnote 6, below.
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detain—that detention be in retribution for a specific offense; that it

be limited to a fixed term; and that it be permitted after a proceeding
where fundamental procedural safeguards are observed—are absent, there
must be a quid pro quo extended by the government to justify confinement
And the quid pro quo most commonly recognized is the provision of reha-
bilitative treatment, or, where rehabilitation is impossible, minimally
adequate rehabilitation and care beyond the subsistence level custodial
care that would be provided in a penitentiary.*^

Donaldson surveyed the procedural contexts in which attacks on the nature
of nonpenal confinement arose and found that there must be a quid pro quo for

confinement in circumstances "where the conventional limitations of the crim-
inal process are inapplicable."^

Although the Donaldson case was heard by the Supreme Court and was vacated
and remanded on other grounds, this action should not be seen as an explicit or

implicit rejection of the right to treatment rationale.^ Wyatt has als^ been
followed in other significant Federal cases, such as Welsch v. Litkins ,

^

Davis v
Watkins ^ and Gary W . v. State of Louisiana .^ It should also be noted that the

^493 F. 2d at 521-522.

at 524.

^422 U^. 563 (1975).

In the course of its opinion, the Supreme Court vacated the Court of

Appeals' judgment which affirmed a jury verdict of both compensatory and puni-
tive damages. In remanding the case for reconsideration only of the monetary
damages issues, the Court noted that "our decision vacating the judgment of the
Court of Appeals deprives that court's opinion of precedential effect, leaving
this Court's opinion and judgment as the sole law of the case," id., note 12,
at 577.

~

However, after its Donaldson decision, June, 1975, the Supreme Court
denied certiorari in Burnham v. Georgia

,
U.S. , 95 S. Ct . 2680 (1975),

a companion case to Wyatt v. Aderhold , supra
,

in which the Fifth Circuit's
Donaldson rationale for a right to treatment was explicitly reaffirmed. That
rationale, as adopted in Wyatt and Burnham

,
accordingly remains the law of the

Fifth Circuit.

^373 F. Supp . 487,493 (D. Minn. 1974), further proceedings at 550 F. 2d 1122
(8 Cir. 1977).

^384 F. Supp . 1196, 1203-1212 (N.D. Ohio 1974).

9
Gary W . v. Cherry ,

sub nom. Gary W . v. Louisiana
, 437 F. Supp . 1209 (E.D.

La. 1976). But see Morales v. Turman

,

562 F. 2d 993 (5 Cir. 1977).
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constitutional right to treatment for involuntarily committed mental patients
has received an unusual amount of scholarly discussion and support. ^0

Mentally handicapped patients of institutions also have a constitution
right to protection from harm. This was the theory under which the consent
decree was approved in the "Willowbrook" case, making clear that persons who
live in State mental institutions are owed certain affirmative constitutional
duties by the State and its officials. While consent decrees ordinarily have
little precedential effect, the impact of the Willowbrook decree was substan-
tially enhanced when the court issued a formal order ratifying the decree and
an additional memornadum discussing its constitutional basis. In this memor-
andum the late Judge Orrin B. Judd noted that:

^^The first articulation of the right is found in Birnbaum, "The Right to
Treatment", 46 A. B. A.

J

. 499 (1960). In the last 15 years more than 50 law
review articles have been published on the subject, virtually all of them sup-
porting a constitutional right to treatment or release for the involuntarily
confined. See, e.

g

.

,

Comment, "Developments in the Law -- Civil Commitment of

the Mentally 111", 87 Harv . L . Rev . 1190 (1974).

Note that, in addition to the due process basis, the constitutional right
to treatment is also seen as resting on the cruel and unusual punishment clause
(found specifically applicable to mental hospitals in Rozecki v. Gaughan

,
459

F. 2d 6 (1 Cir. 1972) and developed in the context of jail and prison condi-
tions suits).

Although criteria for measuring the "adequacy" of treatment have not been
specifically articulated by the courts, it has been suggested by respected com-
mentators that "effectiveness" is a reasonable standard, and that such adequacy
must be determined by "an inquiry into the adequacy of the individual * s treat-
ment" (Halpern, "A Practicing Lawyer Views the Right to Treatment", 57 Geo. L .

J. 782, 792 (1969) (emphasis added). See also Schwitzgebel
,
"Right to Treat-

ment for the Mentally Disabled: The Need for Realistic Standards and Objective
Criteria", 8 Harv. Civ. Rights - Civ. Lib. L. Rev . 513, 520 (1973) and, gen-
erally, Sadoff, Cohen and Cohen, "Right to Treatment", 3 Bull. Am. Acad. Psych .

& L . 59 (1975). Cf. Birnbaum, "A Rationale for the Right", 57 Geo. L. J . 752

(1969). And see Hoffman and Dunn, "Beyond Rouse and Wyatt : An Administrative-
Law Model for Expanding and Implementing the Mental Patient's Right to Treat-
ment", 61 Va. L. Rev. 207, 303-10 (1975).

New York State Association for Retarded Children v. Rockefeller
,
357

F. Supp . 752 (E.D. N.Y. 1973); New York State Association for Retarded Children

V. Carey , No. 72-C-356/357 (E.D. N.Y.

,

April 30, 1975), approved 393 F.Supp .

715 (E.D. N.Y. 1975) (hereinafter NYSARC).

L&E 64



1423

During the three-year course of this litigation, the fate of the

mentally impaired members of our society has passed from an arcane
concern to a major issue both of constitutional rights and social
policy. The proposed consent judgment resolving this litigation is

partly a fruit of that process.

•k 'k -k

(The steps, standards and procedures in the consent decree) are not
optimal or ideal standards, nor are they just custodial standards.
They are based on the recognition that retarded persons, regardless
of the degree of handicapping conditions, are capable of physical,
intellectual, emotional and social growth, and... that a certain
level of affirmative intervention and programming is necessary if

that capacity for growth is to be preserved,* and regression pre-
vented .

k k k

The consent judgment reflects the fact that protection from harm
requires relief more extensive than this court originally contem-
plated, because harm can result not only from neglect but from
conditions which cause regression or which prevent development of
an individual's capabilities

.

The court held, in effect, that relief very much like the Wyatt stan-
dards—but with a greater emphasis on deinstitutionalization and community-
based residential and habilitation programs—was required by the Eighth Amend-
ment for mentally retarded persons under State custody, regardless of whether
the incarceration was characterized as "voluntary" or "involuntary."

At a minimum, as the Third Circuit has noted:

It is far too late in the game for the serious assertion of the pro-
position that the Federal Constitution is not implicated with respect
to the physical conditions to which a State subjects persons it

chooses to confine by virtue of a civil or criminal judgment or com-
mitment .

Among the rights owed to institutionalized patients or residents under even
the most limited reading of the Eighth and Fourteenth Amendments are "a toler-
able living environment," protection from physical harm, correction of condi-
tions which violate "basic standards of human decency," the opportunity to exer-
cise and participate in recreation and the "necessary elements of basic

^^393 F.Supp . at 716-718.

^^
Scott V. Plante , 532 F. 2d 939, 947 (3 Cir. 1976).
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hygiene. Additionally, patients and residents are owed a duty by those
charged with their custody "to preserve ...( their ) life, health and safety
beyond any duty owed to the general public. Clearly, their confinement
must be therapeutic, not punitive.!^

In addition to prohibitions on certain physical intrusions, psychological
oppression and acts causing mental distress are similarly within the proscrip-
tion of the Eighth Amendment. The Second Circuit recently noted that "psycho-
logical oppression is as much to be condemned as physical abuse, and this Court
has previously determined that acts causing mental suffering can—even absent
attendant body pain—violate the Eighth Amendment

.

Even if there were not a Federal constitutional right to treatment or to
protection from harm. States would be free to create such a right by statute.
In fact, a number of States now provide a statutory right to treatment or pro-
tection from harm either for persons involuntarily committed to State mental
institutions or for all persons residing in such institutions. Another basis
for a right to treatment is an ethical obligation, translated into actuality by
allocations of fiscal resources for mental health purposes. It is the consen-
sus of the panel that society in general has an ethical duty to provide ade-
quate and effective services for all mentally handicapped persons in need of
them, including voluntary as well as involuntary patients. The rationale for

this ethical obligation is the notion that society may ultimately be measured
in a moral sense from the way it treats its most vulnerable and disadvantaged
citizens

.

^ See, for example, NY SARC
,
supra ,

357 F. Supp . at 764 (tolerable living
environment, basic hygiene); see also such prison cases as Hamilton v. Love

,

328 F. Supp . 1182 (E.D. Ark. 1971) (protection from physical harm); Brenneman v.

Madigan, 343 F. Supp . 128, 133 (N.D. Cal. 1972) (basic standards of human decen-
cy); Hamilton v. Schiro

,
338 F . Supp . 1016, 1017 (E.D. La. 1970) (exercise and

recreation)

.

^

^

Roberts v. State ,
307 N.E. 2d 501, 505 (ind. Ct. App. 1974).

^^Kesselbrenner v. Anonymous, 33 N.Y. 2d 161, 350 N.Y.S. 2d 889, 892 (Ct.

App. 1973).

^^
United States ex rel. Shuster v. Vincent

,
524 F. 2d 153, 160 (2 Cir.

1975). The recent Supreme Court decision in Ingraham v. Wright
,

U. S

.

,
51 L. Ed. 2d 711 (1977), generally limiting the protection of the

Eighth Amendment to persons convicted of a crime, left a specific exception for

involuntarily institutionalized individuals.
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Models for statutory rights to treatment^gnd protection from harm include
recent enactments from Florida and Wisconsin:

Fla, Stat. Ann . Sections 394.459(1), (2), (4)(a):

Right to treatment—The policy of the State is that the department
shall not deny treatment for mental illness to any person, and that
no services shall be delayed at a receiving or treatment facility
because of inability to pay.

Quality of treatment—Each patient in a facility shall receive treat-
ment suited to his needs, which shall be administered skillfully,
safely, and humanely with full respect for his dignity and personal
integrity. Each patient shall receive such medical, vocational,
social, educational, and rehabilitative services as his condition
requires to bring about an early return to his community. In order
to achieve this goal the department is directed to coordinate the

programs of the division with all other divisions of the department.

Wis . Stat. Ann . 51, 61(l)(m):

(All patients) have a right to a humane psychological and physical
environment within the hospital facilities. These facilities shall
be designed to afford patients with comfort and safety, to promote
dignity and ensure privacy. Facilities shall also be designed to

make a positive contribution to the effective attainment of the treat-
ment goals of the hospital.

It is also suggested that State laws include specific language applicable
to mentally retarded persons—for example, the current New Jersey provision;

N. J.S.A . 30:6D-9:

Every service for persons with developmental disabilities offered by
any facility shall be designed to maximize the developmental poten-
tial of such persons and shall be provided in a humane manner in
accordance with generally accepted standards for the delivery of such
service and with full recognition and respect for the dignity, indi-
viduality and constitutional, civil and legal rights of each person
receiving such service, and in a setting and manner which is least
restrictive of each person's personal liberty.

18
If the Commission recommends relatively simple language such as that in

the statutes cited herein, it is suggested that a relatively lengthy commentary
accompany such a recommendation, in order to underscore the significance of the
rights involved.

19 .

This section of the Wisconsin law, however, is subject to denial or limi-
tation following an administrative hearing subject to court review. Wis. Stat .

Ann . 51.61(3). It is recommended that such limitations not be permitted by the
States.
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In the past several years Congress has exhibited a heightened awareness of

the vulnerability of mentally handicapped citizens and of their need for Fed-
eral protection. For example, section 201 of the Developmentally Disabled
Assistance and Bill of Rights Act^^ states, "Persons with developmental disabil-
ities have a right to appropriate treatment, services, and habilitation for such
disabilities," and "the Federal Government and the States both have an obliga-
tion to assure that public funds are not provided to any institution or other
residential programs for persons with developmental disabilities that... does
not provide treatment, services, and habilitation which is appropriate to the

need of such person."

Implementation of specific treatment standards could be facilitated at the

Federal level by making adherence to such standards a requirement for receipt
of Federal funds, as is now done to some extent under the Medicaid and Medicare
programs . 21

*

90
42 U. S .

C

. Section 6010, Public Law 94-103.

^^See, for example, 45 C.F.R. Sections 249.12 and 249.13.
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8. THE RIGHT TO TREATMENT IN THE LEAST RESTRICTIVE SETTING

Coimnentary

:

The principle of the "least restrictive alternative" has been invoked by
courts when they are informed of government actions that infringe basic indi-
vidual rights rooted in the First, Fourth, Fifth, Eighth, Ninth, and Fourteenth
Amendments. The basic rights capable of triggering an inquiry into whether
governmental limitations are consistent with the "least restrictive alterna-
tive" principle have included freedom of association, freedom to travel, free-
dom to practice one's religion, freedom to exercise the franchise and privacy
between marriage partners.^ Once a court determines that a basic right has
been infringed by governmental action, the next inquiry is whether the govern-
ment has demonstrated a "compelling state interest" to justify the infringe-
ment, and whether the means chosen to vindicate such a compelling interest are
the least restrictive of personal liberty consistent with the particular
government objectives.

The Supreme Court in 0
' Connor v. Donaldson

,
discussed earlier under the

right to treatment, by expressly citing Shelton v. Tucker^ acknowledged the

appropriateness of applying the principle of the "least restrictive alterna^
tive" to involuntary commitments. The constitutional principle holds that:
"(E)ven though the government purpose be legitimate and substantial, that pur-
pose cannot be pursued by means that broadly stifle fundamental personal lib-
erties when the end can be more narrowly achieved."^

The applicability of the doctrine of the least restrictive alternative to

the circumstances of the civilly comitted mental patient becomes immediately
apparent when the massive curtailments of personal rights and liberties inher-
ent in civil commitment are considered. Thus, when a person is committed to a

psychiatric hospital, his/her constitutionally protected rights to travel and

Shelton v. Tucker, 364 U.

S

. 479 (1960) (association);
Aptheker v. Secretary of State ,

378 U.

S

. 500 (1964) and

Shapiro v. Thompson
,
394 U.

S

. 618 , 637 (1969 (travel);
Sherber

t

v. Verner
, 374 U.S . 398, 407 (1963) (religion);

Carrington v. Rash
,
380 U.S . 89, 96-97 (1965) (franchise);

Dunn V. Blumstein
,
405 U.S . 330, 335-337 (1972), and

Griswold v. Connecticut
,
381 U.

S

. 479, 485-486 (1975) (privacy between
marriage partners).

^422 U^. 563, 575 (1975).

^364 U^. 479 (1960), cited at 422 U^. at 575.

4
364 U.

S

. ,
above, at 488.
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freely associate with others are inevitably curtailed, and protected rights to
peacefully assemble, communicate, practice religion, and enjoy sexual privacy
are likewise constricted. And, of course, he or she is in danger of losing
"the most basic and fundamental right... the right to be free from unwanted
restraint. "5

In the civil commitment context, the applicability of the doctrine is two-
fold in nature:

the recognition of an affirmative State obligation to require a

search for alternatives to institutional commitment ab initio . .

.

(and) . . .a. . .duty. . . to limit confinement to the least restrictive
institutional setting and to discharge the commited patient out-
right, or to less restrictive community treatment alternatives,
once continued institutionalization could no longer be thera-
peutic .

^

Therefore, "committing courts and agencies must refrain from ordering
hospitalization whenever a less restrictive alternative will serve as well or

better the State's purposes. "7 And, in at least six cases, it has been held
that the Federal Constitution requires an affirmative demonstration that no
suitable less restrictive alternative exists prior to involuntary hospitali-
zation.®

In holding that patients already committed have a constitutional right to

treatment geared to curing or improving their mental conditions, the Wyatt
court included the least restrictive alternative doctrine among the mandatory

Lessard v. Schmidt , 349 F. Supp . 1078 (E.D. Wis. 1972), vacated on other
procedural grounds, 414 U.

S

. 473 (1974), on remand 379 F.Supp . 1376 (E.D.

Wis. 1974), vacated and remanded on procedural grounds 421 U.

S

. 957 (1975)
reinstated 413 F.Supp . 1318 (E.D. Wis. 1976).

6
Saphire, "The Civilly Committed Public Mental Patient and the Right to

Aftercare", 4 Fla. St. U.L. Rev . 232, 280-281 (1968).

7

Chambers, "Alternatives to Civil Commitment of the Mentally 111: Prac-
tical Guides and Constitutional Imperatives", 70 Mich. L. Rev. 1108, 1145

(1972).

8
Lessard v. Schmidt

,
above; Covington v. Harris

, 419^. 2d 617, 623

(D.C. Cir. 1969); Dixon v. Attorney General of Commonwealth of Pennsylvania ,

325 F.Supp . 966, 974 (M.D. Pa. 1971); Wyatt v. Stickney , 344 F.Supp . 373,

379 and 387, 396; Welsch v. Likins
,
373 F.Supp . 487 at 501-502 (D. Minn.

1974); Lake v. Cameron , 364 F. 2d 657 (D.C. Cir. 1966).
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o
minimum constitutional standards for adequate treatment. The State was
required not only to provide institutional treatment in the least restrictive
setting, but also to provide "adequate transitional treatment and care for all
patients released after a period of involuntary conf inement . Similarly, in

Davis V. Watkins , in addition to instituting a periodic review system for

each patient's treatment plan, the court specified that such plans must provide
for treatment in the least restrictive setting while the individual is con-
fined, as well as preparation of prerelease and transitional treatment plans
for the individual patient.

In Gary W . v. Louisiana , the court made clear that the concept of the
least restrictive alternative applies to children who are in State custody but
not in mental hospitals. In that case the plaintiffs were mentally handi-

^

capped children who were placed by the State of Louisiana in Texas institu-
tions. The judge in his ruling noted:

. . .What is proper for a particular child includes consideration not
only of whether the child should be placed in an institution or

treated in the community; it also includes consideration of the kind
and geographic location of the institution or place of treatment....
The persons preparing the treatment plans for each child will be

required to consider the least restrictive alternative for that
child 13

The legally protected right to treatment in the least restrictive setting
necessary was recently reaffirmed in Dixon v. Weinberger . 1^ There, the plain-

tiff class—patients confined in a federally administered mental institution in

Washington, D.C.—raised both statutory and constitutional grounds for the

relief sought, i.e., "a judicial declaration that under the 1964 Act^ they

^344 F. Supp . ,
above, at 379.

at 386.

^^384 F.Supp . 1196, 1197 (N.D. Ohio 1974).

19
^'^Gary W. v. Cherry, sub nom. Gary W. v. State of Louisiana, 437 F.Supp.

1209 (E.D. La. 1976).

at 1219.

^^405 F. Supp. 974 (D.D.C. 1975).

^^The District of Columbia Hospitalization of the Mentally 111 Act, 21

D.C. Code Section 501 £t seq .
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have a right to treatment which includes placement in facilities outside St.

Elizabeths Hospital where such placement is determined to be consistent with
the rehabilitative purposes of the 1964 Act...."^^ Plaintiffs sought to impose
a duty on defendants to "initiate a plan for the development of alternative
facilities and the placement of appropriate individuals therein. Although
the court deemed it unnecessary to reach the constitutional grounds, in light
of the explicit right to treatment provided in the District of Columbia sta-
tute, "suitable care and treatment in light of present knowledge" was held to
include placement in alternative facilities and, significantly, to create such
facilities if they do not presently exist.

As with the right to treatment, there would be strong ethical and social
policy reasons for adopting the principle of the least restrictive alternative
even if there were no statutory or constitutional basis for this important
principle. In fact, long-standing Federal policy has favored deinstitutional-
ization wherever possible. In view of this well accepted Federal policy, it

is ironic that the Department of Health, Education, and Welfare continues to
be in violation of the Dixon court's order some 2 years after HEW, along with
the District of Columbia government, was charged with implementing that deci-
sion. The panel, therefore, urges that HEW promptly take all actions necessary
to implement the Dixon ruling and to extend its application to all relevant
Federal programs.

^^405 F.Supp . at 976

17 Id.

^®See, for example, the Community Mental Health Centers Act, 42 U. S.C .

Sections 2689 £t seq . ;
Grants to States for Comprehensive Public Health Ser-

vices, 42 U.S.C . 246(d)(2)(D); reports of the Joint Commission on Mental Ill-

ness and Health, especially its final report, Action for Mental Health . New

York: Basic Books, 1961.
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9. THE RIGHT TO REFUSE TREATMENT AND TO THE REGULATION OF TREATMENT

Commentary :

While a strong consensus has emerged concerning the rights to treatment and

to protection from harm and to treatment in the least restrictive setting, dis-
cussed previously, the panel recognizes that significant controversy exists in

academic, mental health professional, judicial, and public circles as to the

"right to refuse treatment" and the issue of regulation of treatment. ^ Tradi-
tionally, decisions about therapies or medical procedures have been within the
unfettered discretion of the treatment professional responsible for a patient's
or client's program. Recently, however, concern has arisen about imposition of

potentially hazardous or intrusive procedures upon objecting recipients. As a

result, attempts have been made to sketch out the situations in which even in-

voluntary mental patients might refuse particular treatments or, alternatively,
in which safeguards such as outside regulations and scrutiny of such procedures
(including "customary" procedures such as psychotropic drugs) are required.

The "right to refuse" treatment stems from a composite of bases including
the constitutional rights to freedom from harm, freedom of speech and thought,
and personal privacy. 2 Advocates seeking to establish limitations upon forced
therapy have brought cases challenging appalling situations—for example, that
of patients who were subjected to the use of apomorphine, administered as part
of an "aversive conditioning program . . . for not getting up, for giving

Cf . Staff of the Subcommittee on Constitutional Rights of the Senate
Committee on the Judiciary, 93d Congress, 2d session, "Individual Rights and
the Federal Role in Behavior Modification", (1974); Note, "Conditioning and
Other Technologies Used to 'Treat'? 'Rehabilitate'? 'Demolish'? Prisoners and
Mental Patients", 45 S. Cal. L. Rev . (1972); Shapiro, "Legislating the Con-
trol of Behavior Control: Autonomy and the Coercive Use of Organic Therapies",
47 S. Cal. L. Rev . 237 (1974); Friedman, "Legal Regulation of Applied Behavior
in Mental Institutions and Prisons", 17 Ariz. L. Rev . 39 (1975); and Perlin,
"The Right to Refuse Treatment in New Jersey", 6 Psych. Annals 300 (1976),
with Treffert, "Dying With Your Rights On", (unpubl. paper presented at annual
meeting of American Psychaitric Association, May 1974); Treffert, "Dying With
Their Rights On", Prism (1974), at 47, as cited in Hoffman, "Living With Your
Rights Off", in Bonnie, ed

. ,
Psychiatrists and the Legal Process: Diagnosis &

Debate 231, 236 (1977); and Rachlin, "One Right Too Many", 3 Bull. Am. Acad .

Psych. & L . 95 (1975). See also Brooks, "The Right to Refuse Treatment",
Administration in Mental Health

,
Vol. 4 No. 2, pp. 90-95 (1977).

^See, for example, Rozecki v. Gaughan , 459 F. 2d 6 (1 Cir 1972), and
Kaimowitz v. Michigan Dept, of Mental Health

, No. 73-19434-AW, 42 U . S . L .

W

.

2063 (Mich. Cir. Ct.

,

July 10, 1973).
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cigarettes against orders, for talking, for swearing, or for lying or that of
other fully conscious patients whose breathing was temporarily stopped with I

succinylcholine as part of "aversive treatment."^ The Eighth Circuit Court of
Appeals ruled, in the apomorphine case, that the unconsented treatment violated
the "cruel and unusual punishment" clause of the Eighth Amendment and the Ninth
Circuit held that, if proved, the nonconsensual use of succinylcholine could
raise "serious constitutional questions respecting cruel and unusual punishment

j

or impermissible tinkering with mental processes."
|

Similarly, in the course of an opinion reversing a decision by a Federal '

district court which had dismissed a patient's pro se complaint alleging that he
had been involuntarily medicated, the Third Circuit found "at least three con-
ceivable constitutional deprivations that may accompany the involuntary admin-

i

istration of such substances by State officers acting under color of law to in-

mates of a state institution."^ These included interference with the patient's
'

First Amendment right to freedom of speech and association, based on the poten-
tial effect of such drugs on his mental processes; deprivation of procedural due
process in that the patient had not been given notice and a hearing to determine
if he wanted to object to such treatment; and, "under certain circumstances," a

possible claim under the Eighth Amendment's cruel and unusual punishment -

clause.^

^
Knecht v. Gi liman

,
488 F. 2d 1136, 1140 (8 Cir. 1973).

^Mackey v. Procunier
,
477 F^ 2d 877, 878 (9 Cir. 1973).

^Scott V. Plante
,

532 F. 2d 939, 946 (3 Cir. 1976). The patient had re^

ceived Thorazine, Compazine, Mellaril, Vesprin and Trilofan during the course

of his hospitalization.

6
The court also pointed out that there might be a "fourth" deprivation

regarding invasion of a patient's "right to bodily privacy," but noted that

the scope of such a right remains "ill-defined". at 946, n. 9.
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It is clear, then, that the mere characterization of a procedure as

"treatment" will not insulate it from judicial scrutiny, especially when
extreme or unusual intrusions are involved. 7

For a consent to a therapy or medical procedure to be valid, it must be

competent, knowing, and voluntary. A mentally handicapped person may lack the
competency or capacity to consent if he cannot understand the nature and conse-
quences of a proposed procedure or if for certain other reasons he cannot man-
ifest this consent. For consent to be "knowing", a person should have all the

information concerning the proposed procedure which he reasonably needs to make
an intelligent decision. Such information would certainly include: the nature
of the proposed procedure; its likelihood of success; the likelihood, nature
extent, and duration of any positive impacts, harms, or side effects; the
reasonable alternative procedures available; and an explanation as to why the

specific procedure, recommended is the procedure- of choice. In order to assure
that the decision is truly voluntary, the person should be informed both orally
and in writing that no benefits or penalties will be contingent upon his agree-
ment or refusal to undergo the proposed procedure. More specifically, there
must be an explicit oral and written understanding by an institutional resident
that his consent is not a precondition for release from the institution, that
his decision should not be made to obtain approval from or to avoid reprisals
by the staff and that he is free to withdraw consent at any point, without
penalty.

Not everyone agrees that patients should have a right to refuse hazardous
or intrusive treatments, even assuming agreement on which treatments fall with-
in this category. But even many of those persons who question the concept of

a right to refuse treatment recognize that there are problems, for example, of
abuse or excessive use of psychotropic drugs and that there is a need for regu-
lation of such procedures. Although most procedures remain unregulated by
statute, a number of States have recently passed laws which limit the imposi-
tion of certain treatment procedures by requiring the informed consent of

Varying proposals have been made as to the degree of scrutiny required,
including, e.g . ,

the need for a ten-point consent form to be signed prior to

the imposition of psychosurgery, Spoonhour
,
"Psychosurgery and Informed Con-

sent", 26 U. Fla. L. Rev . 432 452 (1974), expansion of the list of therapies
that should not be permitted prior to a hearing. Stone, Mental Health and Law :

A System in Transition
,
DREW Pub. No. (ADM) 75-176, U.S. Government Printing

Office, Washington, D.C., 1975, p. 105, an analysis of "the degree of intru-
siveness" and the "severity of its effects upon cognitive facilities" of
potentially dangerous treatment, "Developments — Civil Commitment of the Men-
tally 111", 87 Harv. L. Rev . 1190, 1345 (1974), a hierarchy of human needs
based on Maslow's motivational theories. Note, "The Rights Against Treatment:
Behavior Modification and the Involuntarily Committed", 23 Cath. U. L. Rev .

774, 780-84 (1974), and a sliding scale of acceptability of therapeutic
techniques through which a court would weigh competing factors on a "hier-
archy of legitimacy", Gobert, "Pyschosurgery Conditioning, and the Prisoner's
Right to Refuse Rehabilitation", 61 Va . L . Rev . 155, 193-95 (1975). See
generally Friedman, supra note 1 and Perlin, supra note 1.
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persons in institutions. The most frequently regulated procedures are psycho-
surgery and electroconvulsive therapy. ° Administrative rules and regulations
may also provide a basis for a right to refuse treatment.^ Because States have
differing statutes, rules and regulations, it is impossible to generalize as to
the future, but it is clear that there is a trend toward increased regulation.

Obviously, the balance between legal and medical judgments is delicate
with respect to choice of treatment. A useful clarification appears in a dis-
trict court order regulating hazardous and intrusive procedures:

It must be emphasized at the outset of this order that, in setting
forth the minimum constitutional requirements for the employment of

certain extraordinary or potentially hazardous modes of treatment,
the Court is not undertaking to determine which forms of treatment
are appropriate in particular situations. Such a diagnostic deci-
sion is a medical judgment and is not within the province, jurisdic-
tion or expertise of this Court. But the determination of what pro-
cedural safeguards must accompany the use of extraordinary or poten-
tially hazardous modes of treatment on patients in the State's men-
tal institutions is a fundamentally legal question. ^0

Although reduction to specific statutory language is difficult, it is sug-
gested that the following concepts be adopted:

1. During the period preceding a formal commitment hearing, a patient
should have an absolute right to refuse treatment of any sort unless the

patient is endangering his/her own life or the lives of others; provided, how-
ever, that no intrusive treatment should be imposed unless less restrictive
means of treatment have been exhausted without success.

2. A voluntary patient should have the absolute right to refuse treat-^

ment, and there should be a meaningful spectrum of choices of potential treat-
ments for such patients.

8
See, e.g.. Note, "Regulation of Electroconvulsive Therapy", 75 Mich. L .

Rev . 363 (1976); Price v. Sheppard
,
239 N.W. 2d 904, 908 (Minn. Sup. Ct.

1976); and In re W.

S

. ,
152 N.J. Super. 398, 405-407, 377 A. 2d 969 (Cty. Ct . 1977).

9
See, e.g., "Guidelines for Psychotropic Drugs as Used by the Michigan

Department of Mental Health", Michigan Department of Mental Health, 1977, and

Michigan Department of Mental Health Administrative Manual, Chapter 4 Section
005 Subject 0002 (Psychotropic Drugs), October 6, 1976.

^^Wyatt V. Hardin, Unpublished Order, Civil No. 3195-N (M.D. Ala.,

Feb. 28, 1975).
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3. No involuntarily committed patient should be given any of the follow-
ing treatments over his or her objection, at least without a due process hearing
(there was disagreement on the panel as to whether this hearing should be before
a judge or an administrative official or committee):

a. Electroshock therapy (ECT) or any other convulsive therapy

b. Coma or subcoraa insulin therapy

c. Behavior modification utilizing aversive therapy

d. Inhalation therapy (CO^, etc.)

e. Medically prescribed, highly addictive substances (e.g.,

methadone)

.

4. An involuntarily committed but competent patient shall have the right
to refuse medication unless the patient is an imminent danger to himself/her-
self or others. If an involuntarily committed patient who is also incompe-
tent expresses a desire to refuse medication, there should be a due process
hearing—on short notice— to determine the need for such medication, in light
of the factors set forth at "5" below.

5. At any due process hearing held in accordance with this section, the
patient shall by physically present, represented by counsel and provided the

right and opportunity to be confronted with and to cross-examine all witnesses
alleging the necessity of such procedures. In the event that a patient cannot
afford counsel, the court shall appoint an attorney not less than 10 days be-
fore the hearing. At such a hearing, the court should consider all "treatment

The Panel recommends that psychosurgery—which is considered highly
dangerous and experimental—not be used in institutions and that it should be

used elsewhere, if at all, only with the informed consent of the subject. See
generally Section III. 10, "Experimentation with Mentally Handicapped Subjects",
below. In addition, the courts have placed substantial, as well as consent-
related, limits on such techniques as aversive conditioning and ECT. See
Wyatt V. Hardin

,
supra.

12
In the latter case, there should be a hearing mechanism which can be

triggered on short notice at the request of the patient or his advocate.

13At least two panel members disagree with several aspects of these recom-
mendations, believing in particular that having a second due process hearing
after the initial commitment is excessively cumbersome and would result in
unnecessary delay of treatment. They believe that treatment questions should
be adjudicated at the time of the "initial" due process hearing. While they
have no problem with the right to refuse ECT or psychosurgery, they have strong
reservations about the right to refuse medications.
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variables." Such variables would include the patient's legal status (as to

issues of voluntariness and competency in both law and fact), the treatment
setting, the modality of treatment, the motivation of the treater, the circum-
stances of the treatment, the intrusiveness of the treatment, the existence of
legislative limitations, whether the patient is an inpatient or outpatient, the
irreversibility of the treatment, the qualifications of the treater (whether he
or she is a mental health professional), whether such treatment is life-saving
or not (and if it is, whether it is the patient's life or another's involved),
whether the treatment is psychiatric or "medical" (e.g., nonpsychiatric drug
administration or surgery) and whether or not the . situation is characterized
as an emergency (again, both in fact and in law).^*^ Additionally, testimony
should be taken as to all available alternatives to the treatment in question,
as well as the potential efficacy, risk, and restrictiveness of such treatment.

^^See, generally, Perlin, 6 Psych. Annals
,
above, at 304.
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10. EXPERIMENTATION WITH MENTALLY HANDICAPPED SUBJECTS

Recommendation 1. An educational campaign must be directed
to the general public with regard to
individual opportunity and obligation to

participate in the advancement of scien-
tific knowledge. A disproportionate
share of the risk for the benefit of

society as a whole should not be assigned
to "convenient"—often institutionalized

—

populations, including mentally handi-
capped individuals. Rather, to the ex-
tent possible, such persons should bear
less risk than those who are more able
to make free and uncoerced decisions.

Commentary :

Everyone recognizes the importance of research in advancing our knowledge
about the causes, prevention, and techniques for curing or ameliorating mental
handicaps. But news reports continue to remind us of excesses— sanctioned if

not actually devised by governmental authorities— in the area of experimenta-
tion with human subjects. The history of abuses in experimentation includes
several chapters involving institutionalized mentally disabled persons, such
as the infamous Willowbrook (New York) hepatitis experiments (deliberate expo-
sure of retarded children to hepatitis, on the basis of coerced parental con-
sent); a similar but lesser known Willowbrook project using residents to test
an ineffective shigella vaccine; the unconsented pneumonia, flu, and meningitis
experiments on residents of two State institutions in Pennsylvania; and the
routine administration of Depo-Provera

,
an experimental and potentially harm-

ful medication, to the female residents of mental institutions in Tennessee
and elsewhere.! Such a recitation should also include the experimental psycho-
surgery, under the auspices of the State of Michigan, which was enjoined by the

court in the case of Kaimowitz v. Department of Mental Health .
2

On the other hand, such incidents actually represent a small deviation, so

far as is known, from the general run of responsible and useful (or at least

Goldby, S., "Experiments at the Willowbrook State School", 1 The Lancet
749 (1971); testimony of Dr. Max Werner, December 12, 1974, New York State
Association for Retarded Children and Parisi v. Carey

, No. 72-C-356/357
(E.D. N.Y.); "Kids Used as Guinea Pigs", Pittsburgh Post Gazette

,
April 14,

1973; hearings, "Quality of Health Care — Human Experimentation, 1973", Sub-

committee on Health, Senate Committee on Labor and Public Welfare, February
21-22, 1973.

^No. 73-19434-AW (Cir. Ct. of Wayne County, Mich., July 10, 1973).
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not harmful) experimentation with mentally disabled and other human subjects.^
There is no question that some kinds of biomedical and behavioral research are
necessary for continued advances in the diagnosis, prevention, and treatment of
mental and physical disabilities. Moreover, in the absence of a systematic
approach, every patient or client becomes an experiment—yet nothing new is

learned. Many drugs and procedures in current use are not considered experimen-
tal and are assumed to be of value simply because of familiarity or custom; but
the only way truly to evaluate the effectiveness of these measures is through
controlled clinical research.'^

The basic issue, then, is the extent to which persons who have been depri-
ved of their personal liberty on the basis of their alleged mental disability,
or whose ability to give free and informed consent is otherwise questionable,
should bear the burden of scientific progress on behalf of society as a whole.
This issue is not just one of ethics. Where the individuals involved are in

State institutions or confined pursuant to State law or where the research is

conducted, supported, or regulated by government agencies, it is also one of

constitutional right.

^

Persons confined to mental institutions are not incarcerated for the pur-
pose of providing investigators with a captive population of research subjects,
but rather to receive whatever services are necessary to enable them to return
to society as quickly as possible.^ Most institutions in the country, espe-
cially the large public institutions, are hard pressed to meet even minimal
standards for safety, sanitation, staffing, and habilitative and rehabilitative
programs, and are hardly in a position to meet the increased demands imposed by
the conduct of research projects. Moreover, such projects, if initiated, tend

to attract concentrations of the best and most motivated institutional person-
nel (and the "best" patients or clients as well), to the detriment of patients
or clients excluded from research projects as well as those who are subjects of

experimentation.

V

o

See Cardon et al. "Injuries to Research Subjects, A Survey of Investi-
gators", 295 New Eng. Jour, of Med . 650 (1976).

4
See remarks of Eisenberg, L. ,

in Experiments and Research with Humans :

Values in Conflict
,
at 96 (Washington, D.C. 1975).

^See Knecht v. Gi liman
,
488 F. 2d 1136 (8 Cir. 1973); Mackey v. Pro-

cunier
, 477 F. 2d 877 (9 Cir. 1973); Kaimowitz v. Department of Mental Health

,

No. 73-19434-AW (Cir. Ct. of Wayne County, Mich., July 10, 1973). Cf .

Rochin v. California, 342 U.S. 165 (1952); Schloendor^ v. Society of New

York Hospitals
,

211 N.Y. 1*257 105 N.E. 92 (1914).

^See 0* Connor v. Donaldson
,
422 U.S. 563 (1975); Wyatt v. Stickney

,
344

F. Supp . 373 and 387 (M.D. Ala. 1972)^ aff'd sub nom. Wyatt v. Aderholf ,
503

F. 2d 1305 (5 Cir. 1974).
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Because institutions are by nature removed from direct familial and public
scrutiny, the potential for research abuses, intentional or not, cannot be dis-
counted. Finally, patients or clients in institutions may not be able to give
truly informed consent to participate in experimentation, both because of their
presumably disabled condition and because of the well-recognized coercive effects
of institutionalization itself.

Recommendation 2. (a) Covert experimentation involving risks
ought never to be permitted, regardless of

the asserted justification, and full dis-
closure of such matters as research risks,
expected benefits, and the right to refuse
participation must be made to potential
subjects and, where appropriate, to their
parents, surrogate parents or legal guar-
dians .

(b) Experimentation which is neither
directly beneficial to individual subjects

nor related to subjects' mental condi-

tion and which poses any degree of risk to

such subjects should not be permitted with
institutionalized mentally handicapped
ind ividuals

.

(c) Research performed for the direct
benefit of a mentally handicapped subject
after nonexper imental procedures, if any,

have been exhausted should be permitted
where the risk/benefit ratio is favorable
and there are adequate procedures for

obtaining the subject's consent or, where
appropriate, the consent of the subject's
parent, parent surrogate or legal guardian.
High-risk experimental procedures such as

psychosurgery should be permitted, if at
all, only upon the informed consent of

the subject himself; some such procedures
ought to be prohibited altogether, at

least with respect to institutionalized
individuals

.

Commentary ;

Covert experimentation, especially upon mentally handicapped individuals
in institutions or the community, has no place in an ethical society. Nor,
the panel feels, does experimentation with institutionalized mentally handi-
capped persons which does not benefit them directly or relate to the preven-
tion, diagnosis, or treatment of their mental condition. There is no
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acceptable reason for testing a hepatitis or shigella vaccine, for example, on
an institutionalized mentally disabled population when such physical ailments
are not peculiar to mentally handicapped individuals and can be identified or
induced as readily in experiments with subjects whose capacity and autonomy are
not open to question.

On the other hand, research designed to improve an> individual ' s mental con-
dition which has not responded to standard techniques ought to be permitted,
with proper safeguards, upon mentally handicapped persons. (Ideally, the bene-
fits of such experimentation will extend to others who suffer from a similar or

related condition— i.e., there is also an expected gain in general scientific
knowledge about that specific condition.) In general, objections to such
research by a patient or client should be honored, although the objection of a

legally incompetent individual might be overridden (or an experimental proce-
dure might be imposed upon a nonobjecting incompetent subject) where the poten-
tial benefit is great and the risk comparatively low. In such cases, appro-
priate consent should be obtained from parents or legal guardians. Certain
procedures, such as psychosurgery, involve such a high degree of risk that they
ought never to be employed on the basis of substituted consent, and in some
situations should be prohibited altogether. Psychosurgery, even if intended
for therapeutic purposes, should be included in any discussion of high-risk
experimentation because it is such a drastic and irreversible procedure and

because so much uncertainty exists as to its effects and the factors influen-

cing such effects.
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Recommendation 3. At a minimum, research upon mentally

handicapped individuals for the purpose

of obtaining new scientific or medical

information should be conditioned upon

the following requirements;

(a) The research protocol must undergo

independent review for scientific merit

of the research design and for competence

of the investigator.

(b) The institution, if any, in which

the research is to be conducted must

meet recognized standards for medical

care, direct-care, and other services

necessary to meet the increased demands

imposed by research activities, in addi-

tion to the ordinary requirements of

adequate care and treatment.

(c) The proposed research must not

reduce the level of habilitative or^

rehabilitative services available either

to research participants or the patients

or clients not included in the project.

(d) The experimentation must involve an

acceptably low level of risk to the

health or well-being of the research

subjects

;

(e) The proposed research should relate

directly to the prevention, diagnosis or

treatment of mental disability and should

seek only information which cannot be

obtained from other types of subjects.

Such information should be of high poten-

tial significance for the advancement of

acknowledged medical or sciei^tific^
^

objectives related to mental disability.

(f) Research involving risk may be per-

formed only on patients or clients who

are actually competent to consent to^

participation therein and who have given

such consent. Substituted consent to

procedures involving risk should not be

permitted except in the most unusual and

compelling circumstances and never in

the face of objections, however expressed,

by the patient or client himself. All

consent should be subject to review and

approval by an independent body, with an
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opportunity for patients or clients to
be advised and represented in this
process by an independent advocate (who
may be an attorney)

.

(g) All subjects and, where appropriate,
their parents or guardians, should be
provided with and informed of their right
to any follow-up care necessitated by
unforeseen harmful consequences of the
research project.

Commentary ;

The most problematic questions in this area arise with regard to research
which does not directly benefit a particular group of subjects but which
promises to produce important new knowledge concerning mentally handicapped
persons generally. The questions become even more difficult, if not insoluble,
when children—by definition incapable of informed consent—are involved as
subjects of such experiments.

So long as privacy and confidentiality are respected, the panel is not
particularly concerned with nontherapeutic research which is merely observa-
tional in nature or which involves the mere use or sampling of urine, feces,
or other specimens normally available or obtainable at no risk to the subject.
Other, more intrusive types of experimentation, however, should be subject to

at least the strictures outlined above. Since there is no anticipated benefit
to the individual subject, the objections of patients or clients ought to be
binding, whatever the age or legal competence of the person involved, and sub-
stituted consent should rarely if ever be permitted. In most instances,
affirmative consent—rather than absence of objection—should be a prerequi-
site for involvement in nontherapeutic research.

In view of the risk inherent in much experimentation and the potential
vulnerability of mentally handicapped subjects, particularly in closed insti-

tutions, the importance of institutional review boards and other monitoring
bodies cannot be overstated. Clearly, such bodies should not be limited to or

dominated by peers of the investigating clinicians, but should include attor-
neys, citizen advocates, and mentally handicapped individuals or their repre-
sentatives .
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Recommendation 4. (a) Whatever schema is eventually put
forward by the National Commission for
the Protection of Human Subjects of
Biomedical and Behavioral Research
should be considered as tentative and
subject to continuous review.

(b) A permanent National Commission for

the Protection of Human Subjects of Bio-
medical and Behavioral Research, with a

membership including mentally handicapped
individuals and/or former patients or

institutional residents and parents of

children with mental handicaps, should be

established to evaluate and, if necessary,
modify the policies resulting from the

recommendations of the current Commission
and to monitor the performance of institu-
tional review boards and other bodies
charged with protection of the rights of

research subjects.

Commentary :

In 1973, Congress established the National Commission for the Protection
of Human Subjects of Biomedical and Behavioral Research (Public Law 93-348),
charged with recommending standards for the protection of research subjects.
Final recommendations on experimentation with the "institutionalized mentally
infirm" and on the functions of institutional review boards are anticipated
shortly. Final recommendations for research on children have already been sub-
mitted. ^ The testimony before and deliberations of the National Commission
illustrate the complexity of the issues related to experimentation with human
subjects, particularly "special" or "vulnerable" subjects such as some mentally
handicapped individuals.

While unequivocal and unambiguous guidelines may be desirable, the area of
human experimentation does not lend itself to simplistic answers. Even such
basic concepts as "therapeutic" and "nontherapeut ic" research, the terms
"research" and '

formed consent"
experimentation" themselves, "low" or "minimal" risk and "in-
need to be defined with new precision. Moreover, the trend

Report and Recommendations: Research Involving Children
,
The National

Commission for the Protection of Human Subjects of Biomedical and Behavioral
Research, DHEW Pub. No, (OS) 77-0004 (Washington, D.C.). See also the National
Commission’s recommendations on research involving prisoners, 42 F.R. 3075
(January 14, 1977), and the rules proposed by the Department of Health, Educa-
tion, and Welfare, 43 F.R. 1049 (January 5, 1978). The Commission has also
made recommendations in the area of psychosurgery. Report and Recommendations :

Psychosurgery , DHEW Pub. No. (OS) 77-0001 (Washington, D.C.)
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toward deinstitutionalization of mentally handicapped individuals raises the
question of the extent to which the protections afforded persons in traditional
large institutions can or should be extended to those in other residential set-
tings and to mentally handicapped individuals living in the community, including
children enrolled in the public schools.

Because of the difficulity of these questions and the importance of bal-
anced regulation in this area, the task panel feels that continued oversight and

review is essential. In particular, for the reasons noted previously, the func-
tions of institutional review boards and other such monitoring bodies must be a

primary focus of the ongoing review process.
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11. CIVIL COMMITMENT

Recommendation 1. The civil commitment system as it exists
in most States today should be drasti-
cally reformed. Responsible arguments
can be made for modified abolition of

civil commitment, for authorizing commit-
ment only of "dangerous" persons or for time-
limited involuntary commitment of persons
who are mentally handicapped and also in-
competent to make treatment decisions.

Commentary :

Civil commitment involves a massive intrusion on personal liberty and
autonomy. Compounding its risks is a longstanding record of well-documented
and widespread abuse. Therefore, the panel believes, high priority must be

given to reexamination and reform of the civil commitment system. The current
system, in most States, lacks any consistent rationale, operates arbitrarily
and capriciously at the whim of individual decisionmakers and can easily be

used as an instrument of social control or as an expression of personal or

societal animosity toward the person facing commitment.

Three basic arguments can be made: for abolishing commitment altogether,
for restricting its use to instances where the likelihood fo serious bodily
injury is present, or for authorizing it in fairly broad instances by invoking
the paternalistic power of the State. While the panel feels that no civil com-
mitment criterion should be broader than the one set forth under the third
option ("safeguarded paternalism"), it also feels strongly that legal closure
on the question of commitment criteria would now be premature and unwise.^
These three basic options are discussed below:

(1) Modified Abolition

Under this option, civil commitment as it exists today would
tually abolished; emergency confinement for a very brief period (e.g.,

be vir-
48

A substantial number of Task Panel members were of the opinion that if
appropriate modifications could be made in the criminal justice system to con-
fine certain persons now found in the mental health system, they would person-
ally support a "modified abolition" position. Even those Panel members, how-
ever, were reluctant at this point to recommend a single standard for adoption
by all States.
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i

hours) would be authorized for persons on the verge of or in the process of
engaging in suicidal behavior.^

The rationale for the abolition of civil commitment is that involun-
tary detention (even when for purposes of "treatment") is incompatible with
human and constitutional rights. People have the right to be different without

I

risking involuntary detention because others disapprove of their way of life.
This is not to deny that some people are unhappy, dissatisfied with their lives,
or unable to behave in ways which conform to community norms. Certainly, a

full range of services (which should include mental health services) should be
made available to such people (as to all people), but the option of whether or
not to partake of any such services should remain with the individual In many
cases, people who today are subject to involuntary commitment have already had
experiences with mental health care and have determined that such care has not

j

been helpful to them.
|

The "modified abolition" approach would recognize that paternalistic
justifications for civil commitment typically fall prey to overbroad applica-

|

tion and to circular reasoning ("the person is mentally ill and incompetent to
|

make treatment decisions because he disputes the doctor’s recommendation") and
j

that public-protection (police power) justifications are undercut by the inabil-lj

ity of mental health professionals to predict dangerousness accurately and by ”

their well-documented tendency to err on the side of overpredic t ing dangerous-
|

ness. Furthermore, there is a feeling that even in jurisdictions which techni-
j

cally authorize commitment only upon a showing of serious dangerousness, courts I

can and do distort the "dangerousness" criterion so as to justify commitment
^

under a tacit standard of "in need of treatment." [

Moreover, modified abolition of civil commitment would not ignore real|!

and serious mental health problems. The literature suggests that suicidal be-
j

havior can be as effectively thwarted by brief emergency intervention (which I

this approach would authorize) as by the far more intrusive device of ordinary
commitment.^

i

1

The abolition of involuntary commitment would end the present subter-
;|

fuge in which large (but unknown) numbers of patients who are technically on
j

"voluntary" status are actually hospitalized against their will. Patients are
j

j]

J

Arguments for the abolition of involuntary civil commitment have been set
j

forth by, among others, Thomas Szasz. See, for example. The Myth of Mental
j

Illness (1961) and The Manufacture of Madness (1970) for a detailed examine- ij

tion of the incompatibility of involuntary commitment with a free society. ij

3
See, e.g., Greenberg, "Involuntary Psychiatric Commitments to Prevent

Suicide", 49 N.Y.U. L. Rev . 227 (1974).
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quite commonly told that, unless they sign "voluntary" admission forms, they
will be committed by the court and will end up spending even more time in the

hospital.

The most troubling matter with respect to abolition of involuntary
commitment is the possibility that some truly dangerous mentally disordered
persons— those who are permanently incompetent to stand trial on serious crim-
inal charges or who are acquitted of such charges by the operation of the insan-
ity defense—would hav5 to be released and allowed to continue their criminal
behavior. A "modified abolition" approach must take cognizance of such contin-
gencies and must, through a restructuring of the criminal law or through partial
reliance on the mental health system, guard against the immediate or indiscrim-
inate release of such persons.

If public-protection (police power) civil commitments were generally
abolished, the consequences to society would probably not be nearly as drastic
as some would fear. First of all, since mental health professionals routinely
overpredict dangerousness by gross margins, most persons now committed pursuant
to the police power would, absent coercive intervention, probably not commit
serious dangerous acts. The small number who would commit such acts would be

subject to criminal prosecution. The majority of those would eventually be

competent to stand trial and, given the restrictiveness of the insanity defense,
might well be convicted. As other sections of this report urge, such persons
should be able to receive mental health treatment on a voluntary basis within
the correctional system.

It is possible, of course, that if police power commitments are elim-
inated or even sharply curtailed, the mentally disordered who were formerly
committed may now be "criminalized" by being charged with relatively minor
criminal offenses (disorderly conduct, disturbing the peace, trespass, etc.).
However, such a result ought not to be presumed inevitable without empirical
verification in jurisdictions which sharply curtail or virtually abolish their
civil commitment systems. Moreover, even if such "criminalization" were to

An unpublished study by E. Oliver Fowlkes, the director of the Mental
Patients' Advocacy Project at Northampton (Mass.) State Hospital, indicates
that approximately half of "voluntary" patients did not want to be in the hos-
pital. Fowlkes also found, ironically, that involuntary patients were released
after shorter hospital stays than were those who signed voluntary admis-
sion forms. Moreover, the later in the emergency "hold" period a patient
signed a voluntary admission form (i.e., the more pressure brought to bear on
him or her?) the longer was the stay. But compare Zwerling, I. et ^. ,

"A

Comparison of Voluntary and Involuntary Patients in a State Hospital", 45

Am. J. Orthopsychiatry pp. 81-87 (1975), in which the authors found upon a 3

month follow-up after admission that patients in involuntary status were more
than twice as likely as those in voluntary status to have remained in the hos-
pital (23.1 percent to 10.6 percent of their respective group). And see

Gilboy and Schmidt, "'Voluntary' Hospitalization of the Mentally 111", 66

Northwestern U. L. Rev . 429 (1971), where the authors found that even patients
denominated as "voluntary" were detained after they requested to leave the
hospital

.
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occur, it might still be preferable to the current system. The criminal
courts provide stringent procedural protections, criminal sanctions are unlikely
to be more severe than are current periods of civil confinement and application
of the criminal sanctions in a sense encourages individuals to take responsi-
bility for their own behavior.

It is also possible that, with limitation of police power commitments,
persons now civilly committed pursuant to that power will be charged with crim-
inal offenses and will then be offered the option of being "diverted" from the
criminal system to the mental health system. As with "criminalization" in gen-
eral, the rise of mental health diversion programs is a matter about which we
now have little empirical evidence. As such programs begin, they will require
careful scrutiny to ensure voluntariness and confidentiality. But if such con-
ditions are ensured, diversion may be an acceptable—perhaps preferable—alter-
native to criminal conviction or to involuntary civil commitment.

(2) "Dangerousness" as a Basis for Commitment

A second option would be to authorize involuntary commitment only
upon a showing of serious mental disorder coupled with substantial likelihood
that the proposed patient, if not committed, would in the near future cause or

suffer death or serious bodily harm. To reduce overpredict ions of dangerous-
ness, such a standard would require a prediction of future dangerousness to be

predicated upon a recent behavioral indicator (an overt act, an attempt or a

serious threat) of the individual's propensity to do serious bodily harm to him-
self or to others.

The convergence of a variety of theoretical and pragmatic concerns
makes it unlikely that society will in the near future opt for abolition—even
modified abolition—of civil commitment. Society seems unwilling, for example,
to permit distressed persons to take their own lives. Also, society seems

unwilling to release persons who are mentally ill and demonstrably dangerous
and who engage in criminal behavior but who, because of their incompetence to

stand trial or because of the availability of the insanity defense, may be

able to escape criminal confinement.

Thus, while these concerns might be dealt with as set forth previ-
ously, the "dangerousness" approach, favored by many courts, 5 authorizes com-

mitment only of persons found to be seriously mentally disordered who, without
commitment, are likely to cause or suffer serious bodily harm in the near

future. Moreover, to reduce errors and aid in specificity—avoiding the arbi-

trariness that flows from vagueness— this approach requires that the proposed
patient must have demonstrated dangerous potential in the recent past (through,

e.g., an overt act or attempt).

^See, for example. Lynch v. Baxley ,
386 F.Supp . 378 (M.D. Ala. 1974);

Lessard v. Schmidt
,
349 F.Supp . 1078 (E.D. Wis. 1972) (see footnote 5,

Section III. 8, for subsequent history).
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The "dangerousness" approach would avoid the previously-mentioned
circularity of more paternalistic standards and the slipperiness of a broad
"in need of treatment" criterion, under which it has often been possible to

accomplish the commitment of an individual simply because he is annoying,
obnoxious, or different.^ This option would also have the following advan-
tages: The tightened commitment standard would ensure that the limited public
mental health resources are expended on high priority cases; in view of the

danger of overpredicting dangerousness, commitment would not be authorized to

prevent societal risks less serious than death or serious bodily injury (e.g.,
danger to property); overprediction of dangerousness would be further reduced
by requiring, as some courts constitutionally mandate, that predictions of

dangerousness be supported by evidence of recent overt acts.

(3) "Safeguarded Paternalism"

A third scheme for involuntary commitment might operate as follows:
Commitment for a rather brief (e.g., 6-week) period could be authorized if it

is established at a properly conducted hearing that the person suffers from a

severe mental illness, reliably diagnosed (e.g., a psychosis, an organic syn-
drome); the immediate prognosis is for major distress for the person if treat-
ment is not forthcoming; treatment, likely to be effective, is available; and
the risk/benefit ratio of treatment is such that a "reasonable person" would
consent to it. At the expiration of the brief initial-commitment period, a

new hearing would be required to extend the order for care for an additional
period of the same length. At the end of a 6-12 week period, it would be evi-
dent in virtually all cases whether the period of involuntary commitment had
in fact served the patient's best interests. If the patient had not profited
from treatment and was unwilling to accept further treatment voluntarily, fur-
ther involuntary treatment would probably not be advantageous. At that time
the patient would be released. 7

Contrary to the opinion that "dangerousness" should be the only con-
dition for involuntary civil commitment, in some jurisdictions the need for
care and treatment has been approved as a valid criterion for civil commit-
ment. ^ The option set forth here would avoid some of the shortcomings of cur-
rent "dangerousness" standards, such as the difficulty of predicting dangerous
behavior and the tendency of some committing courts to pervert the standard in
particular applications. Moreover, a "dangerousness" standard honestly
applied could prevent commitment of many mentally ill persons who could profit
from treatment but who may, because of their illness, be unable to understand
their need for such treatment. This could be viewed as an undesirable result.

^See, generally, O'Connor v. Donaldson
,
422 U.S. 563 (1975).

^See, e.g.. Stone, Mental Health and Law: A System in Transition
,
DREW

Pub. No. (ADM) 75-176, U.S. Government Printing Office, Washington, D.C.,
1975.

^See, for example, Fhagen v. Miller
,

29 N.Y. 2d 348, 378, N.E. 2d 615, 328
N.Y.S. 2d 393, cert , denied, 409 U.S. 845 (1972).
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in light of increasing evidence in recent studies that severe psychiatric ill-
ness can be reliably diagnosed^ and that patients are helped rather than sim-
ply victimized by involuntary civil commitment

.

Recommendation 2. (a) Whatever substantitive commitment
standard is adopted, evenhanded admin-
istration should be promoted by the
use of specific definitions and cri-
teria .

(b) The Department of Health, Educa-
tion, and Welfare should fund studies
to ascertain the differential effects
of commitment criteria in jurisdic-
tions which have adopted different
models of involuntary civil commitment.

Commentary :

Whatever standard is ultimately adopted, the panel feels strongly that
corrective action should result in the adoption of statutory language which is

pragmatically precise, i.e., which describes with particularity the types of
conditions and behaviors, if any, that can lead to loss of personal liberty.
Only if this is done will there be any confidence that the commitment criteria
are being administered in a fair and evenhanded fashion.

Courts and legislatures recently addressing questions of civil commitment
have generally agreed that the commitment power must be circumscribed to some
extent, but the debate over particular criteria remains heated. This is as it

should be, since the question of involuntary commitment criteria involves not
only legal considerations, but also ethical and social judgments as to the

types of behavior society is (or should be) willing to tolerate.

It is important, however, that the ongoing dialogue be informed by empir-
ical studies of how different commitment criteria are operating in various
States. HEW should (through NIMH or other appropriate branches) fund such

studies, perhaps paying particular attention to States that have rather recent-
ly revised their commitment codes (e.g., Iowa, Michigan, Ohio, Pennsylvania,
Wisconsin)

.

9
Helzer et al., "Reliability of Psychiatric Diagnosis II: The Test/Re-

test Reliability of Diagnostic Classification", 34 Archives of General Psychi-

atry 136, 141 (1977).

^^See, for example, Gove and Fain, "A Comparison of Voluntary and Commit-

ted Psychiatric Patients", 34 Archives of General Psychiatry 669-676 (1977).
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Recommendation 3. Voluntary mental health and supportive
services should be made easily avail-
able to those who seek them.

Commentary :

Any limitations on involuntary mental health treatment ought to be accom-
panied by an expansion of opportunities for truly voluntary care and services
provided in appropriate settings. Just as States should not force confinement
and treatment on persons who neither need nor want such "help," so they should
facilitate provision of appropriate services to persons who voluntarily seek
assistance.

Recommendation 4. (a) Commitment procedures should be
adopted to ensure fair resolution of

the issues at stake.

(b) Procedural protections should
include, but not necessarily be

limited to, initial screening of poten-
tial commitment cases by mental health
agencies, a prompt commitment hearing
preceded by adequate notice to inter-
ested parties, the right to retained
or assigned counsel, the right to a

retained or assigned independent men-
tal health evaluator, a transcript of
the proceedings, application of the

principle of the least restrictive
alternative, a relatively stringent
standard of proof (at least "clear
and convincing" evidence), durational
limits on confinement (with the abil-
ity of a court to specify a period of
confinement short of the statutory
maximum) and the right to an expedited
appeal. At the commitment hearing, the
rules of evidence shall apply and the
respondent should have the right to wear
his or _her own clothing, to present
evidence and to subpoena and cross-
examine witnesses. Ideally, the peti-
tioner should also be represented by
counsel

.
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Commentary :

Both due process considerations and sound social policy dictate that com-
mitment—with its massive intrusion on liberty and autonomy—should be author-
ized only if fair procedures are employed to resolve the major issues. Several
courts have held many of the procedures recommended to be constitutionally com-
pelled.^^ Certain other of these procedures (such as initial screening by men-
tal health agencies to divert certain persons from the commitment process and
to direct them to services more suitable to their needs) have been required by
recent legislation.

Moreover, at this stage of our psychiatric and jurisprudential history
the recommended rights can hardly be viewed as controversial. Indeed, the
rights to a prompt hearing, to counsel, to an independent evaluator and to dur-
ational limits on confinement (the necessity for periodic review) were sup-
ported several years ago in a position statement published by the American
Psychiatric Association. 12 still, there remains considerable laxity in actual-
ly according those rights to proposed patients. The panel feels strongly that
these procedural protections should be provided without delay and that whatever
costs may be involved in securing such protections should not detract from funds
currently available for mental health services.

Many panel members believe that these same procedural protections ought to

be afforded by statute to minors as well as adults and that so called "volun-
tary" commitments of minors by their parents ought not to be permitted. Evi-
dence suggests that while institutionalization may be appropriate and necessary
for some children, for others it has been used by parents either punitively or

because they are unaware of any alternatives and by the State for similar rea-
sons. Whether these due process protections are required as a matter of consi-
tutional law is presently before the Supreme Court in Parham v. J.L. and J.R .^^

Explicit criteria and procedural protections should also be available for

children in State custody as a result of court or parental action, who are pla-
ced in residential settings other than mental hospitals. Increasingly, men-
tally handicapped children are not only committed to mental hospitals, they
are placed out of their homes in foster care and group settings, either under
the auspices of the child welfare system or through purchase of service

^^See, for example, Lessard v. Schmidt
, 349 F. Supp . 1078 (E.D. Wis. 1972)

(subsequent history omitted).

^^128 Am. J. Psychiatry 1480 (1972).

^^
Parham v. J.L. and J.R . ,

412 F.Supp . 112 (M.D. Ga. 1976). The case was

argued on appeal to the United States Supreme Court in the fall of 1977 and

has recently been set for reargument.
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contracts negotiated by mental health departments. This trend is likely to

continue and become stronger as the obligation to place the child in the least
restrictive setting and the pressures for deinstitutionalization increase.

Children placed in these alternate settings are no less in need of a

strong protective framework. For many of them, particularly when the placement
is through child welfare, custody is typically transferred to the State, either
on a temporary or permanent basis. In the former instance, parents retain
residual rights but are often effectively cut off from making decisions about
their children by the policies and practices of public agencies. Other chil-
dren lack concerned parents ,and linger, without stability and permanence, in

out-of-home care. Therefore, as a matter of both policy and legality it is

important that these children too be protected by access to counsel, required
periodic and dispositional reviews, placement only if absolutely necessary

—

in the least restrictive setting and in as clo’se proximity as possible to the
child's own home—and by requirements for efforts to ensure that children who
cannot be reunited with their natural families are placed with permanent fami-
lies through adoption, if at all possible, regardless of the child's handi-
capping condition. To this end, no Federal funds should be made available to

the States for out-of-home care of mentally handicapped children unless these
protections are afforded.

^^See Children Without Homes: An Examination of Public Responsibility to

Children in Out of Home Care, the Children's Defense Fund, 1977.
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12. MENTAL HEALTH ISSUES AFFECTING PERSONS ACCUSED OR CONVICTED OF CRIMES

Recommendation 1. Mental Health Service to Prisoners

(a) Mentally handicapped persons incar-
cerated in jails and prisons should have
reasonable access to quality mental health
services which are delivered on a truly
voluntary basis with confidentiality com-
parable to that which exists in private
care. This can occur only if participa-
tion in treatment is unrelated to release
considerations. Medicaid reimbursement
should be extended to include voluntary
jail and prison mental health care.

(b) In order for mental health services
to be truly voluntary and optimally effec-
tive, prisons must first establish mini-
mally adequate physical and psychological
environments. The Department of Justice
should place a high priority on allocating
Federal grant funds to the improvement of

prison living conditions.

(c) Prisoners from racial or ethnic minor-
ity groups should have access to mental
health professionals from similar back-
grounds .

(d) If a mentally handicapped prisoner is

transferred involuntarily from a prison to

a mental hospital, the involuntary trans-
fer should be preceded by procedural pro-
tections equivalent to those available in

ordinary civil commitment. Indeed, such

"commitment-like" procedures should be

followed even before a prisoner receives
involuntary mental health treatment with-
in a correctional institution itself.

(e) In cases where a mentally handicapped
prisoner desires mental health treatment
and where mental health and correctional
authorities concur that a hospital setting
would be appropriate and beneficial to

the prisoner, procedures should be devel-
oped for effectuating a voluntary hospital

admission. The prisoner's good-time and

parole opportunities ought not to be jeop-

ardized by the transfer— in fact, good-

time and parole opportunities should not

be jeopardized even for involuntarily com-
mitted prisoners.
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(f) (1) Mental health professionals,
as a general rule, should decline
to provide predictions of future
criminal behavior for use in sen-
tencing or parole decisions regard-
ing individual offenders.

(2) If a mental health profes-
sional decides that it is appropri-
ate in a given case to provide a

prediction of future criminal be-
havior, he or she should clearly
specify

:

(a) The acts being predicted;
(b) The estimated probability

that these acts will occur
in a given time period; and

(c) The factors on which the
predictive judgment is based.

Commentary :

One recent study^ has estimated that 37 percent of jail inmates in five
California counties suffered from a mental disorder. Excluding those with
personality disorders (20.9 percent) and mental retardation (0.5 percent), 16

percent of all jail inmates would still be judged to have psychotic or non-
psychotic disorders. Another well-known study2 found that 9.5 percent of the

prison population nationwide was mentally retarded. Thus, research makes clear
that a high percentage of jail and prison inmates (markedly higher than that in

the nonprison population) are mentally handicapped. In light of these studies,
each State should conduct 'a mental health survey among city and county jail in-

mates and State and Federal prisoners to determine incidence/prevalence rates
and need for service.

Recent research also reveals that an appalling level of physical and sex-
ual abuse often characterizes prison life. Meaningful mental health services
cannot be delivered to mentally handicapped persons in prisons until the basic
physical and psychological improvement of prisons has enforced minimal stan-
dards of human dignity and self-respect. After adequate living conditions in

Arthur Bolton Associates, "A Study of the Need for and Availability of

Mental Health Services for Mentally Disabled Jail Inmates and Juveniles in

Detention Facilities", prepared for the California Department of Health, Octo-
ber 1976.

2
Brown and Courtless, "The Mentally Retarded in Penal and Correctional

Institutions", 124 Am. J. Psychiatry 1164 (1968).
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prisons are specified, the question of providing minimum standards for the pro-
vision of mental health services in prisons becomes valid.

Medicaid does not reimburse health or mental health services provided to
prisoners or inmates of Federal, State, or local correctional institutions.
In order to make it possible for prisoners to receive mental health services
that they desire, or to continue in therapy that had been initiated prior to
incarceration, statutory changes should be made so that Medicaid can reimburse
for those services requested by a prisoner.

Access to services on a voluntary basis (i.e., whether or not the inmate
enters treatment has no effect on parole-release date or on in-prison benefits)
and in a confidential manner is essential to avoid a coerced participation which
will undermine useful treatment. It has been estimated on the basis of the
Arthur Bolton Associates' Study (see note 1) that 42 percent of the approxi-
mately 3,000 mentally disordered Mexican-Americans booked into jail in a given
year in Los Angeles County speak only or mainly Spanish. Yet not one of the 20

mental health professionals in the Los Angeles county jail is bilingual or bi-
cultural. Therefore, even in a relatively progressive and cpmprehensive prison
mental health system, such as that in Los Angeles County, Spanish-speaking in-
mates have no therapists available to them with relevant language or cultural
background. One of the panel's recommendations attempts to ameliorate this
kind of problem by ensuring that mentally handicapped persons have access to

therapists who speak their primary language and who understand their culture.
In areas where there is a scarcity of bilingual/bicultural mental health pro-
fessionals, recruitment efforts at local graduate/professional schools should
be encouraged.

With regard to the issue of pr ison-to-hospital transfers, a number of

cases have held that because of the possibility of mistake, stigma, and leng-
thier confinement, a prisoner who is to be involuntarily transferred to a

mental hospital should first be granted a civil commitment-type hearing.
Despite such constitutionally-grounded decisions, rooted also in sound social
policy, some jurisdictions seemingly continue to effectuate such transfers uni-
laterally and summarily, treating the transfers as equivalents of mere adminis-
trative "placement and classification" decisions. The panel believes that all

jurisdictions should afford prisoners for whom forced hospitalization is sought
procedures equivalent to those accorded nonprisoners undergoing civil commit-
ment .

Indeed, to avoid circumvention of such safeguards simply by involuntarily
treating prisoners in a penal setting, due process procedures should also be
followed in certain other instances. When a prisoner is involuntarily trans-

ferred to a psychiatric unit of a prison, for example, or even when a prisoner

is forcibly and intrusively treated without being transferred at all, the
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possibility of stigma, the adverse consequences of mistake, and the major change
in the conditions of the inmate's confinement all point to the need for adequate
procedural safeguards.^

When a mentally handicapped prisoner desires transfer to a mental hospital
and mental health and prison authorities concur that such treatment would be

beneficial, a number of unnecessary legal hurdles now serve as barriers to

effective mental health care. In some jurisdictions, for example, voluntary
admission for prisoners is simply unavailable, necessitating that the transfer
occur, if at all, only through commitment. Because of the added stigma of com-
mitment and because commitment may involve a lengthier period of confinement than
serving a prison sentence, the unavailability of a voluntary procedure may dis-
courage delivery of needed and appropriate mental health care.

Other legal disincentives to appropriate care involve laws, regulations, or

practices involving good-time credits and parole eligibility for prisoners who
are voluntarily or involuntarily transferred to mental hospitals. Although the

cases are now fortunately beginning to go the other way, the traditional situa-
tion denied prisoners good-time credits while they were hospitalized and denied
them, merely because of their hospitalization, the opportunity to be paroled,
even if the parole was conditioned upon the patient's remaining in the hospital
until hospital authorities believed discharge into the community was warranted.
Those practices, which are unjust and which serve as legal impediments to men-
tal health care for prisoners, have been eradicated in some States by recent
legislation or case law.'^ The panel recommends that all States be encouraged to

rid their laws of such access barriers.

Traditionally, predictions by mental health professionals concerning who
will do future dangerous acts have been an important factor in parole decisions.
The panel rejects the argument that "somebody has to make these predictions" in

determining sentence length, and that they necessarily will be made at an even
lower level of validity—or a higher level of bias— if mental health professionals
"abdicate" their role as predictors of future crime. ^ While that is a risk with
which one should be concerned, it is also possible that nobody will make predic-
tions, and that the criminal justice system, deprived of the opportunity to pass
off difficult ethical and policy questions as matters of scientific acumen, will
begin to confront more honestly the value premises on which it goes about impos-
ing prison sentences. As observers have noted:

Whether the setting is a maximum-security prison or merely Juvenile
Hall, the paradox is the same: the degree to which the offender has

3
See Wexler, D.

,
Criminal Commitments and Dangerous Mental Patients

, pp.57-
58 (1976); Roth, L.

,
"Correctional Psychiatry", (Chapter 30) ^ Petty, Curran,

and McGarry (eds.). Modern Legal Medicine and Forensic Science
,

in press.

A
See Wexler, supra

,
at 58-61.

^See American Psychological Association, Task Force on Psychology and Crim-

inal Justice
,
Washington, D.C., American Psychological Association, 1978.
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supposedly been reformed by these institutions is judged on the

basis of his saying and doing the right things.... Reform when seen
as something different from compliance inevitably becomes self-
reflective. .. . This game is won by the "good actors": the only
losers are those inmates who refuse to be reformed because they are
too honest or angry to play the game . . .

.

^

The panel makes this recommendation more for ethical than empirical reasons.
The research suggests that the validity of psychological predictions of dangerous
behavior, at least in the sentencing and release situations we are considering,
is extremely poor, so poor that one could oppose the use of such predictions on
the strictly empirical grounds that mental health professionals are not competent
to make such judgments. 7 An analogous conclusion was reached by a Task Force of ;

the American Psychiatric Association: "Neither psychiatrists noJC anyone else haveti

reliably demonstrated an ability to predict future violence or ’dangerousness’.
|

Neither has any speciali psychiatric ’expertise’ in this area been established.’’^ I

Our position goes further. We suggest that even in the unlikely event that sub-
|

stantial improvements in the prediction of criminal behavior were documented, ''

there would still be reason to question the ethical appropriateness of extending |

an offender’s sentence beyond what he "deserves" to achieve a utilitarian gain
in public safety.^ It is clear, however, that there are no facile answers to a

this most difficult question of ethics and public policy, especially when one
takes into account "justice" to the potential victims of violent crime-—who, like

|

their offenders and unlike the legislators, judges, and mental health profes-
sionals making decisions in the criminal justice system, are often poor and non-
white.

Because reasonable persons may disagree with the position we have adopted
with regard to offering predictions for judicial and parole board decisionmaking,
we would urge those who do believe it ethical to participate in such decisions to

be explicit about what information it is that they are providing. Others would
then be in a position to evaluate more objectively the nature of the scientific
contribution and to draw their own policy conclusions.

^Watzlawick, Weakland and Fisch, Change: Principles of Problem Formation
and Problem Resolution

, 1974, p. 69.

^See Monahan, "The prediction of violent criminal behavior: A methodologi-

cal critique and prospectus," in National research Council (ed.). Deterrence and

Incapacitation: Estimating the Effects of Criminal Sanctions on Crime Rates
,

Washington, D.C., National Academy of Sciences, 1978.

g
American Psychiatric Association, Clinical Aspects of the Violent Indivi-

dual
,
Washington, D.C., American Psychiatric Association, 1974, p. 20.

9
von Hirsch, Doing Justice: The Choice of Punishments (1976).

^^Shah, ’’Dangerousness : A paradigm for exploring some issues in law-and
psychology," American Psychologist (in press).
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Recommendation 2. (a) Evaluations to determine whether a

defendant is competent to stand trial
should be performed promptly and should,
if possible, be performed in the defen-
dant's home community and on an outpatient
basis. Outpatient dispositions should be
considered in certain instances even for
defendants found, after evaluation and
hearing, to be incompetent to stand trial.

(b) A defendant who, because of psycho-
tropic medication, is able to understand
the nature of the proceedings and to assist
in his defense, should not automatically
be deemed incompetent to stand trial simply
because his satisfactory mental functioning
is dependent upon the medication, and should
have the option of going forward with his
trial

.

(c) Recent proposals by legal commentators
to abolish the incompetency plea (and to

substitute for it a trial continuance and
then a trial with enhanced defense protec-
tions) are deserving of further study.

(d) At a minimum, the limitations im-

posed by Jackson v. Indiana upon the nature
and duration of incompetency commitments
ought to be acknowledged and enforced
nationwide

.

Commentary :

Often, defendants alleged to be incompetent to stand trial have been auto-
matically confined—sometimes to a maximum security institution— for a period
of psychiatric evaluation that could last for 30 to 90 days or longer. However,
recent studies have concluded that competency examinations can usually be con-
ducted within a matter of days and that fully 70 percent of such evaluations can
be conducted adequately on an outpatient basis. Accordingly, to avoid unneces
sary stigmatization, deprivation of liberty and expense, the panel recommends
that, so far as possible, such evaluations be conducted quickly, locally and
without hospitalization.

Indeed, outpatient dispositions may sometimes be appropriate even for defen
dants finally adjudicated to be incompetent to stand trial. For example, an in-

competent defendant with roots in the community who is charged with a nonviolent

^^de Grazia, "Diversion from the criminal process:
experiment," 6 Conn. Law Rev . 432, 436 (1974).

the 'mental health'
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offense would profit clinically from outpatient therapy more than from an insti-
tutional environment . Statutes and court rules relating to competency should,
then, make room for outpatient dispositions of such persons.

The panel's second recommendation in this area relates to—and rejects—the
"rule" established in some jursidic tions or by some judges that "medically in-
duced" competence is "artificial" competence and accordingly ought not to be
treated as legal competence to stand trial. Courts following such an "automatic
bar" rule insist that defendants be withdrawn from medication prior to trial.
If the defendant's mental condition then deteriorates, he is again ruled incom-
petent and is again hospitalized. The automatic bar to trying defendants whose
competence is medically induced has recently—and deservedly—been challenged as
an unwise policy and as an unconstitutional practice. Defendants whose compe-
tence has been restored by medication should have the option of proceeding with
a trial to determine their guilt or innocence.

The panel believes worthy of further study the recent proposal of Professor
Robert Burt and Dean Norval Morris to abolish the incompetence doctrine. In its

place, Burt and Morris would substitute a trial continuance of up to 6 months.
If the accused does not regain competence within that period, Burt and Morris
would require the State either to dismiss the charges or to bring the accused to

trial with extra protections designed to compensate in part for his incompetency
(e.g., increased defense discovery rights and a heightened prosecutive burden of

proof)

.

Some of the current abuses of incompetency commitments would be eliminated
simply by enforcement of the Supreme Court's decision in Jackson v. Indiana .

In Jackson
,

the Court said defendants found incompetent to stand trial could not
be committed indefinitely, but only for a period reasonably necessary to deter-
mine whether they could be restored to competency in the foreseeable future and,
if so, for an additional period reasonably necessary for the restoration of such
competence. Very few States have implemented this constitutional directive, with
the result that incompetent defendants remain incarcerated for years without any
resolution of the charges against them and without any hope of improvement in

their mental condition. Enforcement of Jackson—by appropriate State legislation
or perhaps as a condition of Law Enforcement Assistance Administration funding

—

would at least force States either to bring these defendants to trial or to take

some other action to remove them from their legal limbo.

12
See, for example, People ex rel. Martin v. Strayhorn, 611 111. 2d 296

(1976).

1

3

See Winick, "Psychotropic Medication and Competence to Stand Trial," 2 Am .

Bar Foundation Research Journal 769 (1977).

^^Burt and Morris, "A Proposal for the Abolition of the Incompetency Plea,"

40 U. Chi. L. Rev . 66 (1972). While the Panel felt that the Burt/Morris proposal

deserves serious study, there was no consensus on the issue of whether incompe-

tent persons should be allowed to go to trial. Some panel members felt that to

allow an incompetent defendant to stand trial could raise serious due process

questions and might be unconstitutional.

'^406 U.S. 715 (1972).
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Recommendation 3. (a) Laws authorizing the involuntary
commitment of sexual psychopaths and
other "special" offenders (such as

"defective delinquents") should be
repealed

.

(b) Persons who are now being committed
as sexual psychopaths or "special"
offenders should instead be

(1) Processed through and treated
in the criminal justice-correc-
tional system, or

(2) Given the option whether to

be treated within (i) the correc-
tional system or (ii) a therapeu-
tic system in which the period of

confinement could not exceed the
applicable criminal law maximum
sentence.

Commentary :

There are two principal problems with current laws regarding the commitment
of "special" offenders such as "sexual psychopaths" and "defective delinquents".
First, such a commitment, unlike criminal confinement, is ordinarily for an inde-
terminate period. Second, the criteria for commitment— indeed, the very terms
"sexual psychopath" and "defective delinquent"—are so vague as to make arbi-
trary whether a particular person will be processed through the "special" system
or through the ordinary criminal system.

Three basic law-reform options have been proposed to deal with these prob-
lems. One is simply to apply the criminal law maximum sentences to offenders
committed pursuant to special statutes. That option is not enthusiastically
endorsed by the panel, for while it would solve the length-of-confinement problem
it fails to address the problem of arbitrary selection.

A second option would abolish special-offender commitments and process such
persons through the criminal justice system. That step would, of course, negate
both problems (indeterminate confinement and arbitrary selection) and would be

acceptable if there were an accompanying upgrading of available mental health ser-
vices in correctional facilities.

A third option would overcome indeterminate confinement problems and most
selection problems without totally abolishing special treatment programs. It

would require the maximum criminal sentence (or the sentence, if any, actually
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imposed on the offender) to apply both to correctional and therapeutic confine-
ments. Problems of arbitrary selection would be largely overcome by giving the
offender the option of therapeutic or penal placement.

^^See, generally, Wexler,
Patients , 33-38, 70 (1976).

Criminal Commitments and Dangerous Mental
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1. BILL OF RIGHTS

Recommendation 1. The President's Commission should recom-
mend to the legislatures of the indivi-
dual States that legislation be enacted
providing a "Bill of Rights" for all men-
tally handicapped persons, both those who
are institutionalized and those residing
in the community.

Commentary :

Following the seminal decision by Judge Frank Johnson in Wyatt v. Stickney,^
approximately 14 States have enacted legislation establishing "bills of rights"
for psychiatric patients^ and 12 have promulgated similar legislation for men-
tally retarded persons.^ These statutes reflect the specific standards estab-
lished in Wyatt for treatment of mentally handicapped persons^ and other judi-
cial opinions that, in the words of the Harvard Law Review , "have sketched the
outlines of a constitutional right to protection of bodily integrity from un-
wanted State intrusion. "5

The need for such legislation should be self-evident: The extent of dis-
crimination against mentally handicapped persons needs no lengthy recitation.

^325 F.Supp . 781 (M.D. Ala. 1971), 334 F.Supp . 1341 (M.D. Ala. 1971), 344
F.Supp. 373 (M.D. Ala. ,1972), aff'd sub. nom. Wyatt v. Aderholt, 503 F. 2d 1305
(5 Cir. 1974).

2
See "The Wyatt Standards: An Influential Force in State and Federal

Rules", 28 Hosp. & Commun. Psych . 374 (1977).

3 . ...
American Bar Association Commission on the Mentally Disabled, draft unpub-

lished document pertaining to the rights of institutionalized developmentally
disabled persons, in progress. All States surveyed which have enacted a bill
of rights for developmentally disabled persons have in place a bill of rights
for the mentally ill; but some States which have enacted a bill of rights for the
tally ill have not enacted such a measure for the developmentally disabled.

S44 F.Supp . at 379-386; 344 F.Supp . at 395-407.

^"Developments—Civil Commitment of the Mentally 111," 87 Harv . L . Rev .

1190, 1345 (1974).
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The pattern of abuse, disenfranchisement, and disregard^ eloquently underscores
the need for vigorous, enforceable, prophylactic legislation in each of the
States. It should be pointed out that enactment of a bill of rights in no way
consigns the mentally handicapped to second-class citizen status. Rather, it
is an acknowledgement of the historic fact that such persons have been perceived
and treated as second-class citizens—or worse—by much of society. Because of
this history, prophylactic legislation is necessary.

7

Q
After analysis of several of the significant State enactments, the panel

has concluded that an adequate bill of rights for mentally handicapped persons
should include at least seven basic components:

(a) A statement that all mentally handicapped persons are entitled to the
specified rights;

(b) A statement that rights cannot be abridged solely because of a person'
handicap or because he or she is being treated (whether voluntarily or involun-
tarily) ;

(c) A declaration of the right to treatment, the right to refuse treatment
and to the regulation of treatment, the right to privacy and. dignity, the right
to a humane_ physical and psychological environment and the right to the least
restrictive alternative setting for treatment:

(d) A statement of other enumerated fundamental rights which may not be
abridged or limited;

(e) A statement of other specified rights which may be altered or limited
only under specific limited circumstances;

(f) An enforcement provision; and

(g) A statement that handicapped persons retain the right to enforce their
rights through habeas corpus and all other common law or statutory remedies.

^In the words of Patricia Wald, the handicapped person is perceived as

"someone to whom attention need not be paid." Wald, "Basic Personal and Civil
Rights", in Kindred et al.

,
eds.. The Mentally Retarded Citizen and the Law 3,

18 (1976).

^The analogy to the *passage of the Civil Rights Act of 1964 and 1965 is

probably a useful point of comparison in this regard.

o

See, e.g . ,
N. J. S .

A

. 30:4-24.1 et seq . ;
Ariz. Rev. Stats . Section 36-504

et seq . ;
Minn. Stat . Section 253A. 17 ;

Fla. Stat . Section 394.459 et seq . ; Wis .

Stat . 51.61 £t seq .
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9
A brief analysis follows.

(a) The statute should explicitly state that every handicapped person is

entitled to all rights set forth in the act and should retain all rights not
specifically denied. But for its reference to "patient in treatment" (thus

potentially limiting its applicability to institutionalized patients), the New
Jersey provision could serve as a model for the draft statute:

Every patient in treatment shall be entitled to all rights set forth
in this act and shall retain all rights not specifically denied him
under this Title. A notice of the rights set forth in this act shall
be given to every patient within 5 days of his admission to treatment.

(b) The statute should explicitly indicate that the fact that a person is

receiving treatment or rehabilitative services cannot by itself justify depri-
vation of his or her civil rights. This section should specify that there may
be no presumption of incompetency because a person has been examined, evaluated,
treated, or admitted to an institution. It should also specifically ban discrim-
ination because of an individual's status as patient or resident. The kinds of

rights to which persons remain entitled regardless of their status as patients
include but are not limited to the right to register for and to vote in elec-
tions; rights relating to the granting, forfeiture, or denial of a license, per-
mit, privilege, or benefit pursuant to any law; the right to dispose of property,
the right to sue or be sued, and the right to obtain housing.

(c) The statute should specify that all persons have a right to treatment
in a humane physical and psychological environment, a right to freedom from harm,
a right to refuse treatment and a right to the regulation of treatment proce-
dures, a right to basic privacy and dignity, and the right to the least restric-
tive setting for treatment. These rights and the right to be free from discrim-
ination in education, employment, housing, and other matters have been discussed
in detail earlier in this report.

We note that Federal regulations for skilled Nursing Facilities and
Intermediate Care Facilities, including ICF/MRs, contain a patient bill of
rights. The same bill of rights context was recently proposed for Federal
regulations for general and psychiatric hospitals by Rep. William Cohen (R-
Maine), but this amendment to statutorily provide a bill of rights for patients
in a Medicare or Medicaid provider facility was withdrawn prior to passage of
recent amendments.

^
^N. J.S.A . 30:4-24. 2b.

11
For example, the draft statute might well combine language from the New

Jersey and Arizona statutes as well as a portion of the Wyatt decision. See
N. J .S.

A

. 30:4-2 42a and 24.2c, Ar iz . Rev. Stats. 36-506, and Wyatt, 344 F.Supp.,
above, at 379.
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>

(d) The statute should also specify certain treatment rights and condi- !

tions of treatment rights which may not be denied under any circumstance—for
example, all patients have the absolute rights (1) to be free from unnecessary i

or excessive medication, (2) not to be subjected to experimental research, shock !

treatment, psychosurgery, or sterilization without their express and informed lli

consent after consultation with counsel or an interested party of their choice, I

(3) to be free from physical restraint and isolation and (4) to be free from
corporal punishment . In addition to the above rights, patients and residents
should have, at a minimum, the absolute right to correspond with public offi-
cials, attorneys, clergymen and the appropriate advocacy office^^ and the abso- ^

lute right to religious freedom.

(e) The statute should also specify other environmental and conditional
rights guaranteed to all patients which can only be abridged in specific situ-

j

ations for a limited time and subject to an independent neutral review mechan- |

ism. Thus, the New Jersey law, for example, provides the full panoply of
Wyattl5 rights: privacy and dignity, use and wearing of personal possessions
and clothes, use of personal money, individual private storage space, daily vis-
itors, reasonable access to telephones, access to letter-writing materials and

|

uncensored correspondence, regular physical exercise, outdoor visitation, inter-
action with the opposite sex, freedom of religion, and adequate medical treat-
ment^l6 Further, the statute should stipulate that patients have the right to I

control their own assets*-^ and the right to compensation for work done. 18

^^See, for example, N. J. S .

A

. 30:4-24. 2d (1) through (4).

1 3
See N.Y. Mental Hygiene Law Section 15.05(a); see also, 50 Penn. Stat .

Section 4423(1); Minn. Stat . Section 253A.17(2).

^^See, e.g., 50 Penn. Stat. Section 4423(2); Ariz. Rev. Stats. Section 36-

514(4).

^^See, e.g ., Wyatt
,
344 F . Supp . ,

above, at 380-381. 1

^^See N.J.S.A . 30 :4-24. 2e( 1) and (3) through (12).

^^See, for example, Vecchione v. Wohlgemuth, 377 F . Supp . 1361, 1369 (E.D. I

Pa. 1974), further proceedings 426 F . Supp . 1297 (E.D. Pa. 1977), aff'd. 558

F. 2d 150 (3 Cir. 1977), Cert . den. sub. nom. Beal v. Vecchione
,

U. S
. _,

54 L. Ed. 2d 304 (Nov. 7, 1977); and Board of Chosen Freeholders of Hudson County

V. Connell ) Civ. No. 83870, 9 Clearinghouse Rev . 585 (n.J. Hudson Cty. Ct. 1975)

,

9 Clearinghouse Rev . 732 (N.J. Hudson Cty. Ct . 1976).

1
o.

See, for example, Souder v. Brennan, 367 F. Supp . 808 (D.D.C. 1973); Ariz .

Rev. Stats . Section 36-510; N.Y. Mental Hygiene Law Section 15.09.
i
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Many of these rights have already been the subject of discrete court
litigation. Nonetheless the panel feels that they are of such significance

that they should be statutorily mandated.

(f) The statute should contain a strong enforcement provision. None of

the existing statutes includes such a section; the only step toward such a

mechanism is the absolute right to a hearing, built into the New Jersey law, in

the case of experimental research and similar treatments in matters involving
persons adjudicated incompetent . 20 Optimally, there should be a grievance mech-
anism comporting with procedural due process, appointment of counsel and an

automatic hearing procedure established in the case of denial of any of the

rights enumerated in a draft bill.

Regardless of the specific enforcement provision adopted, the panel
feels that a strong, vigorous, independent advocacy system is absolutely manda-
tory to represent and advise patients at all stages of their institutionaliza-
tion and on all other matters discussed in this recommendation. 21 it would not
be an overstatement to suggest that any bill of rights would be meaningless to

patients without such an advocacy system.

(g) The statute should include language similar to the following:

Any individual subject to this Title shall be entitled to a writ of

habeas corpus upon proper petition by himself, by a relative, or a

friend to any court of competent jurisdiction in the county in which
he is detained and shall further be entitled to enforce any of the

rights herein stated by civil action or other remedies otherwise
available by common law or statute. 22

Although the statutory sections are not complete, they are useful as
a model for a bill which can be recommended for endorsement and ultimate

^^dee, for example, Schmidt v. Schubert , 422 F . Supp . 57, 58 (E.D. Wis. 1976)
(visitation policy); Brown v. Schubert

, 347 F.Supp . 1232, 1234 (E.D. Wis. 1972),
supplemented 389 F.Supp . 281, 283-284 (E.D. Wis. 1975)(Right to send mail);
Gerrard v. Blackmun

, 401 F.Supp . 1180, 1193 (N.D. 111. 1975) (right to private
communications with counsel); Winters v. Miller

,
446 F. 2d 65, 69-71 (2 Cir.

1971) (freedom of religion); Carroll v. Cobb
,

139 N.J. Super. 439, 354A.2d 355
(App. Div. 1976) (right to register to vote.)

See N.J.S.A . 30:4-24. 2d(2).

As indicated in the section on "advocacy," above, it is essential that
patients and former patients have input into both the advocacy system and sug-
gested draft legislation.

22 N.J.S.A. 30:4-24. 2h.
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enactment. Endorsement of such a bill by the President's Commission on Mental
Health would help to ensure "equal access to justice"23 for mentally handicapped
persons

Recommendation 2. The President's Commission should recom-
mend to the States that all currently ^

existing laws establishing rights of

patients, of persons in treatment and of
residents of hospitals, facilities for the
retarded or similar institutions should be
prominently displayed in all living areas,
wards, hallways and other common areas of
all such facilities, and should be incor-
porated into all staff-training and staff-
orientation programs as well as in educa-
tional programs directed to patients, staff,
families, and the general public. Explana-
tion of rights to patients should be clearly
and simply stated and in a language the
patient understands; the explanation should
be read to any patient who cannot read.

Commentary :

If there is any expectation that the rights in question will be enforced,
it is absolutely necessary that patients and residents be apprised of them

2 3
Herr, Advocacy Under the Developmental Disabilities Act 88 (1976).

^^It has also been suggested that consideration be given to amending Federal
law to make future Medicaid/Medicare certification and other third-party payment
mechanisms contingent upon individual State adoption and implementation of

approved "bills of rights."

We note here that the Federal government can play a direct role in fash-
ioning bills of rights, through administrative directive, regulation, or sta-
tute, for patients in Veterans' Administration facilities, and we suggest that
the Commission give consideration to such a mechanism. The Wyatt standards
could, in the absence of a State bill of rights, serve as a guide for minimally
adequate standards. Should the State have enacted or should it subsequently en-
act a bill of rights with standards higher than those in the VA bill of rights,
the higher State standards would prevail.
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25
and that treatment staff be made aware of them and their significance. This
recommendation is a modest first step toward that goal.

It also follows that recognition of rights precedes their enforcement and
that therefore the education of all citizens as to their rights is imperative.
Specifically, persons receiving mental health services and, where appropriate,
their guardians, should be informed of the rights they have and of all possible
methods of enforcement. Further public information to inform the general popu-
lation of the rights of mentally handicapped citizens could eliminate some old
myths and lead to a better climate in which these rights could be enjoyed.

25
See, for example, for a discussion of the low level of staff comprehen-

sion of patients' rights. Laves and Cohen, "A Preliminary Investigation Into
the Knowledge and Attitude Toward the Legal Rights of Mental Patients", 1 J.

Psych. & L . 49 (1973). See also N.J.S.A . 30:4-24. 2b.
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2. NATIONAL INITIATIVES IN LEGAL AND ETHICAL ISSUES

Recommendation 1. NIMH and other appropriate HEW components
should establish special offices concerned
with legal issues affecting the mentally
ill and the developmentally disabled,
respectively. These offices should be
charged with (1) keeping the staff of nIMH I

and HEW informed about legal and ethical
I

issues affecting mentally handicapped per-
sons, (2) providing continuing advice from
that perspective on program and policy
issues, (3) promoting advocacy on behalf
of the mentally handicapped, (4) promoting
attention to legal issues in Federal pro- !

grams for the mentally handicapped, and

(5) promoting interdisciplinary exchange.

Commentary :

There is at present no real focus at the Federal level on how legal and
i

ethical issues relate to program and service issues as they affect programs
and planning at the national level. While a support center in mental health law
at the Legal Services Corporation or other efforts to stimulate legal advocacy
will develop heightened sensitivity to mental health and law issues in the bar,
it is also necessary to introduce a concern for legal and ethical issues direct-
ly into the Federal process. Accordingly, offices staffed by qualified lawyers
and lay advocates and given direct access to top administrators should be estab-
lished at NIMH and at various components of HEW charged with delivering, devel-
oping, or monitoring services for mentally or developmental ly disabled per-
sons. The functions of such offices would include analyzing new legal cases,
legislation and other relevant developments and disseminating such information
inside and outside HEW; assisting HEW staff and the public in developing train-
ing and research projects aimed at enhancing awareness of legal and ethical
issues and bettering our understanding of the interrelationship between legal
and ethical issues and program and service issues; identifying for the leader-
ship of HEW policy issues arising from legal developments and the options for

response to such developments; and monitoring State compliance with advocacy-
system requirements.
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Recommendation 2. NIMH and other appropriate HEW components
should fund innovative programs at law
schools and mental health professional
schools or other appropriate institutions
which are designed to develop persons with
policy, administrative and direct-service
responsibilities in both the mental health
and the legal system who will be knowledge-
able about the delivery of services and the
legal and ethical issues involved with
patient care. Financial support should
also be given for innovative in-service
training programs at service facilities
which are designed to provide continuing
education for service providers concerning
legal and ethical rights and for training
projects for lawyers, judges and non-lawyer
advocates. These agencies should also sup-
port research into legal and ethical issues
and problems, such as those highlighted in
this report.

Commentary :

In that virtually all program, service, prevention, and research initia-
tives in the mental health area will raise important legal and ethical issues,
it is important to begin to develop practitioners and teachers in each profes-
sion who possess the necessary conceptual knowledge of the others and who have
the practical skills required to foster interdisciplinary collaboration for the
benefit of mentally disabled persons. The recent development of mental health
law as a specialty within the legal profession has generated a wide range of

judicial actions and legislative reforms. New "rights" established by the
courts, along with protections and entitlements under Federal and State laws and
regulations, have profound effects upon the administration and delivery of men-
tal health services, both in institutional and community settings. Lawyers and
treatment professionals today find themselves increasingly in a novel, often-
conflicting relationship in their separate efforts to improve their clients'
access to suitable services, consistent with protection of rights. A strong
need for cross-disciplinary planning, administration and service delivery
exists, but there is an acute scarcity of both legal and mental health profes-
sionals with the necessary depth of understanding of the sensitive issues at
the intersection of their disciplines, and there is a need for comprehensive
training programs in health professional schools and law schools, as well as
inservice training programs, to alleviate such a shortage.

Many Federal training programs have focused on the training of mental dis-
ability service providers, both professional and nonprofessional. Only a very
few isolated projects have trained lawyers or judges, despite their growing im-

pact on the lives of mentally disabled clients. Our earlier recommendations on
advocacy addressed the need for the Legal Services Corporation to provide backup
support and training for Legal Services lawyers in the special problems of the
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mentally disabled and for similar LEAA support for training of public defenders
in representing the mentally disabled in the criminal justice system. To comple-
ment these efforts, support should be made available through HEW for the training
of lawyers who do not fit into the Legal Services or public defender systems and
of judges and nonlawyer advocates.

HEW should also encourage and fund research on law and mental health issues,
training of researchers to assure the conduct of quality research and evaluation
of the various approaches undertaken.
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V. ETHICS

As will have been observed, there are ethical dimensions to virtually all

of the legal-rights issues generating the recommendations made in this report.
Obviously, ethical concerns may extend far beyond legal analysis into areas
where there are no laws (e.g., an ethical obligation to be a good Samaritan)
or may even conflict with what is currently the law (e.g., conscientious objec-
tion). Legal obligations derive strictly from constitutional, statutory or

regulatory pronouncements, but ethical obligations have no such clear moorings.
There is always (ultimately) a "yes" or "no" answer to the question of whether
actions are in violation of the law. But for moral problems involving a con-
flict among values, resolution must depend upon discussion and consensus.

In previous sections of this report, ethical dimensions have been men-
tioned along with the discussion of legal rights. Where the panel felt that

the ethical resolution of a problem was clear, its recommendations have been
noted. Obviously, where there is agreement about moral problems in mental
health, what is needed is not so much further moral reasoning as the applica-
tion of public opinion and other social strategies to increase accountability
and reduce abuse. Where the panel did not reach consensus on ethical issues,
an attempt has been made to clarify the conflicts involved.

This section looks back over the full range of issues in an effort to high-
light the interweaving of ethical problems throughout the field of mental health.
At the same time, we attempt to provide a structure for thinking about such
issues, because discussions of ethics and mental health frequently enumerate
problems (e.g., issues raised by human experimentation, psychosurgery, breach of
confidentiality) unsystematically without putting them in proper perspective or

establishing a framework for their constructive discussion.

The time is ripe to address these issues because:

(a) Technologies in mental health matters may, in the future, permit more
systematic modification of individual and group behavior.^

(b) Technology is permitting increased capacity for mental health informa-
tion exchange, thus compromising personal privacy.^

See generally London P. Behavior Control . New York: Harper & Row, Inc.,
1969. See final report "A Comprehensive Study of the Ethical, Legal, and
Social Implications of Advances in Biomedical and Behavioral Research and Tech-
nology". Study conducted for the National Commission for the Protection of
Human Subjects of Biomedical and Behavioral Research, New Jersey Institute of

Technology and Policy Research, Inc., 1977.

2
See generally "Personal Privacy in an Information Society". The Report

of the Privacy Protection Study Commission. Washington: U.S. Government
Printing Office, 1977.
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(c) In today's society individuals are increasingly interdependent.

(d) There is a growing appreciation of our diminishing resources - natural
and perhaps even personal. Demands for resource allocation will only escalate.^

The above factors may in the future make it difficult for society to appre- li

ciate the value of persons otherwise deemed marginal, unproductive, different
i

or even "dangerous." A technological, "high risk," interdependent society, I

striving to maximize its resources, may be understandably reluctant to leave !

people alone.
^

1

1

The following schema is proposed as an initial conceptualization for think-
ing about ethical problems in mental health care. While there is some overlap, i

most ethical problems in mental health care fit reasonably into one of four
j

areas, although the choices in each impact upon other areas. More importantly,
the choices impact upon the role of the mental health system vis-a-vis society.
The problems in each area are briefly discussed below.

I

A. Needs of Patients/Clients Versus Needs of Families Versus Needs of Society I

!

ii

;i

!

1. The "Double-agent" Problem
|

?

No question arises more frequently in discussions of the ethics of mental I

health intervention than "Who is the client?" Often the question is asked rhetor
ically, for any attempt to answer it is dismissed as a "value preference." Ethi-|

cal considerations are especially complex when the individual's behavior is suf-
|

ficiently uncontrollable or dangerous to justify confinement under either crim-
|

inal or civil law. In such circumstances, there may be conflicts between the
|i

individual's values and behavioral goals and those of the society which has com- |

mitted him. The mental health professional employed by a mental hospital or
|

prison may be uncertain as to where his primary responsibilities lie—with a

particular mental patient or prisoner, with the administration of the institu-
j

tion which pays his salary or with the community at large. When mental health
|

professionals do try seriously to articulate who their client is—where their
|

loyalties are given— they sometimes appear constrained to a multiple-choice
j

answer, with the alternatives being (a) the "system" (or "society"), (b) the

family and (c) the individual.

3
See generally Hiatt, H.H. Protecting the medical commons: Who is

responsible? New England Journal of Medicine
;
293:235-241, 1975.

^See, e.g., remarks of Lesse, S. Looking to the year 2000—out:

today-oriented psychiatry— in: Prophylactic psycho-bio-sociology. Frontiers

of Psychiatry 4 (18): 1, 2, 11, Nov. 1, 1974.
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Yet there is no need to hang on the horns of this dilemma, because "Who is

the client?" is not a multiple-choice question. It requires an essay answer.

For example, both the individual and society may be the clients of the men-
tal health professional, but ^ different roles and with varying priorities .

Mental health professionals may be full-time employees or "client-centered" or

"consultee-centered" or "program-centered" consultants for prisons, industry,
the military or schools.^

The needs of a particular organization may legitimately be different from
the needs of the individual. The treatment, management or disposition of per-
sons within the system may be mainly for the purposes of accomplishing its mis-
sion (e.g., "preserve the fighting force") or, in a utilitarian fashion, for the
greatest good for the greatest number of persons within the organization, rather
than for the individual.

"Double-agentry" poses several potential ethical problems.^ To the extent
that patients or clients are uninformed of the therapist's mixed allegiances,
they may bring false expectations to the treatment situation; they may be sub-
ject to unknowing harm rather than help through contact with the mental health
professional. Such "double-agentry" which confounds the role of the treating
professional may also discourage care-seeking behavior among those in need. The
type of treatment given may be subsumed to overriding administrative considera-
tions .

The problems posed in this area suggest some "solutions." The mental health
professional must be informed and knowledgeable about the role he or she is

expected to play within the organization. The patient/client should be similarly
informed prior to beginning a treatment or "evaluation" relationship. Wherever
possible administrative-therapist splits should be encouraged. Administrative,
"dispositional" or consultation functions to the system, which are legitimate
and useful (e.g., mental status evaluation for parole or in connection with an
incompetency proceeding), should be provided by mental health professionals who
occupy no therapeutic role within the organization.

7

But even given foreknowledge and an administrative-therapist split, some
mental health practices may be per se unethical. For example, it has been

See e.g. Hussey, H.H. Psychiatry in military services, (editorial).
Journal of American Medical Association 228:203-204, 1974; Roth, L.H. Correc-
tional psychiatry. In: Petty, C.S., Curran, W.J.

,
McGarry, A.L. (eds.).

Modern Legal Medicine and Forensic Science (in press).

^See, generally, Shestack, J.J. Psychiatry and the dilemmas of dual
loyalties. American Bar Association Journal 6: 1521-1524, 1974.

^See e.g. Powledge, F. The therapist as double agent. Psychology Today .

July 1977, pp. 44-48; McDonald, M. The ethics of psychiatry. Psychiatric News .

July 15, 1977, pp. 1, 7, 21.
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suggested that removing "character-behavior" diagnosis as a sufficient ground
j

for discharge from the military may be ethically required.^ This is not to
argue that the military should be forbidden to catalogue and thoroughly describe
a man's behaviors which justify his administrative separation from the military. *

In the role of a therapist providing treatment for an individual who wants
to change his or her behavior, the professional must be primarily the agent of

j

the individual. This would mean that therapy should only be given on a truly
i

voluntary basis and that it should not be used as a means to pursue societal !

ends. But even this approach involves priorities rather than an absolute role
j

prescription; in a limited number of defined situations allegiances must be i

reordered— for example, when a patient in therapy clearly indicates that a life-
threatening act is imminent.

|

The question of where the mental health professionals' loyalties lie arises :

most often in the context of concerns for the confidentiality of information.
^

While confidentiality dilemmas—which are only one manifestation of the larger
[

issue of the professional's loyalties—are acute in some areas, such as in the !

criminal justice system, they appear to be of growing concern to all mental
j

health professionals who engage in treatment.

Complicated issues arise when families request information concerning their
disturbed members— information that may have been given in confidence. Require- ;

ments of peer review and third-party reimbursement (necessary for maintaining !

standards and in fairness to taxpayers who ultimately "pay the bill") produce ^

other legitimate incursions into transactions that might ideally be wholly pri-
|

vate.9
I

Some balancing of individual versus family versus societal rights is again
i

required. The limits of confidentiality in a therapeutic relationship must be
j;

specified beforehand. The crucial minimal standard in addressing confidenti- ii

ality, as in addressing other dilemmas of loyalty, is that all parties with a
i

claim on the professionals' loyalty be fully informed in advance of the exis- i|

tence of confidentiality, or lack of it, and of any circumstances which may
j

trigger an exception to the agreed-upon priorities. The individual being evalu-
|

ated or treated then has the option of deciding what information he or she is
|

willing to reveal and what risks to confidentiality he or she is willing to

bear.

Q
Hussey, 1974, above.

9
See, generally. Record keeping in the medical-care relationship. Chapter

7 in Personal Privacy in an Information Society , 1977 (above); see, "Confiden-
tiality". A Report of the 1974 Conference on Confidentiality of Health Records,

American Psychiatric Association, 1974.
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2. Forced Treatment

Individuals may be isolated, treated, or "changed" because they are "dan-
gerous" to society or to lessen societal costs of their deviant behavior.
Philosophical and ethical arguments may serve either to defend or to circum-
scribe these practices.

The consensus of our panel is that it is clearly unacceptable that mental
health professionals and mental health concepts be used to suppress political
dissent.il However, another treatment issue of more common concern is the locus
of care and/or treatment, which may not be for the maximum benefit of the person
but may be more suited to the needs of family members or even seemingly demanded
by the community.!^ Is it moral for society or a family to force a mentally
disturbed member who is dangerously aggressive to undergo a behavior modifica-
tion program or take a tranquilizing drug? Does it make a difference if the
mentally disturbed person is either competent or incompetent?

While there is no consensus on the ethical "solutions" to these problems
of forced treatment, some approaches may be recommended to lessen tensions and
to increase alternatives. When there is family dissension—when the therapist's
activities may benefit some members of the family but not others—the therapist
can attempt to secure a "contract" for treatment of the whole unit. This
approach places some burden upon the family as well as upon the therapist to

balance out the needs of differing individuals. Strengthening of community sup-
port systems and aid to families generally (financial and personal) may ease
their burden in caring for the mentally disabled. Assuming intervention is

needed, the principle of the least restrictive alternative should be respected.
Finally, in the absence of legal incompetence to consent or its equivalent, the
right to refuse treatment should be afforded patients whenever possible.

3. Nontherapeutic Research

Despite some risks, nontherapeutic research will undoubtedly continue to be
conducted with mental health patients or clients. As described in the section

^^See Robinson, D.N. Harm, offense, and nuisance: Some first steps in the
establishment of an ethics of treatment. American Psychologist 29:233-238, 1974
Shapiro, M.H. Legislating the control of behavior control: Autonomy and the
coercive use of organic therapies. Southern California Law Review 47:237-356,
1974.

^^See discussion of Soviet abuse of psychiatry, the collaboration of psychi-
atrists and the state in the hospitalization of possibly non-mentally ill per-
sons, in Robinson, R.L. World congress condemns abuse. Psychiatric News .

October 7, 1977, pp. 1, 8, 19.

12
See e.g. Rachlin, S, Pam, A., Milton, J. Civil liberties versus invol-

untary hospitalization. American Journal of Psychiatry 132: 189-192, 1975.
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on experimentation, nontherapeutic research is not for the subject's immediate
good but is conducted on behalf of society's legitimate needs to advance know-
ledge and for the benefit of future patients. 13 ethical justification for
nontherapeutic research is, however, most clear when the experimentation relates
to the condition from which the patient/client suffers. 14 But the nonpatient
population must also bear its share of the cost of new knowledge. 1^

B. Legitimate Uses of Mental Health Knowledge

1. The Ethics of Intervention

When interventions take place in the absence of available knowledge or with-
out adequate resources or without full consideration of the risks and benefits
of intervening, ethical dilemmas are generated. The complex ethical issues
emanating from the EPSDT (Early and Periodic Screening, Diagnosis, and Treat-
ment) intervention program are illustrative: Is identification of children at
risk justified if no special services are forthcoming? How should the risk of

unnecessary alarm to parents be balanced against the increased knowledge which
would be conveyed by making available to them the results of screening? Should
screening devices be used if there is a danger of cultural bias, with consequent
mislabeling and stigma? How should the need for data be weighed against the
interest in privacy? 16

While to articulate these conflicts is by no means to rule out prevention or

other intervention efforts, thoughtfulness is required. 1^

1 o
See Goodwin, F.K., on behalf of Brown, B.S., "Statement to the National

Commission for the Protection of Human Subjects of Biomedical and Behavioral
Research". 1976, p. 2; see generally, Curran, W.J., Current legal issues in

clinical investigations, with particular attention to the balance between the

rights of the individual and the needs of society. Ethics in Medicine
, 1977,

(above), pp. 296-301.

^^See Jonas, H.
,
Philosophical reflections on experimenting with human sub-

jects. Ethica in Medicine . 1977, (above), pp. 304-315.

^^See e.g. McCormick, R.A.
,
Experimental subjects: Who should they be?

Journal of the American Medical Association : 235:2197, 1976.

* 300 e.g. discussion in Chapter 7, Ethical and legal considerations, in

Developmental review in the early and periodic screening diagnosis and treat-

ment program . The American Association of Psychiatric Services for Children,
Inc., 1977, pp. 32-45; and Early screening programs; Special section on

developmental assessment. American Journal of Orthopsychiatry Volume 48, No. 1,

January 1971.

^^See e.g. Eisenberg, L. The ethics of intervention: Acting admist

ambiguity. Journal of Child Psychology and Psychiatry 16:93-104, 1975.

L&E 120



1479

The point is that there are ethics of intervention, with harm as well as

benefit in the calculus. There should be no unexamined assumptions that the

failure of present "therapeutic" efforts will be remedied only by more adequate
"preventive" efforts. That which is experimental in intervention also requires
evaluation. As in general health care, more empirically generated guidelines
for prevention are necessary.

2. Behavior Control

Mental health knowledge may be wanted for purposes of societal protection.
But knowledge developed secretly or expressly for nontherapeutic purposes im-

pacts upon professional identities and roles. Such knowledge development may
thus ultimately compromise the therapeutic effectiveness of professionals who
work in normative settings (guilt by association). Considering past contro-
versies concerning the appropriateness of biological warfare or the recent expose
of secret CIA (Central Intelligence Agency) experiments with hallucinogens, it

may be questioned whether the development of mental health knowledge in no way
intended for therapeutic purposes is ethical.

Concerning "behavior control"20 more generally, the relevant issues overlap
with those considered earlier under the heading "Forced Treatment." The ethical
concerns are most acute with regard to somatic and behavioral procedures the

"effectiveness" of which is not dependent upon voluntary cooperation by the

patient

.

The need is for protective safeguards to assure that procedures do not
depersonalize care. Such guidelines have been forthcoming and should become a

more prominent part of the training of mental health professionals.^^

3. Screening by Status

Mental health knowledge has been proposed as relevant to predicting later
performance—e.g., proposed mental health screening for politicians, judges.

1

8

See e.g. Culliton, B. J. ,
Mammography controversy: NIH’s entree into

evaluating technology. Science 198: 171-173, 1977.

19 . ...
See Wittenberg, C.K., CIA chief reveals behavioral experiments. Psychi-

atric News . September 2, 1977, pp. 14, 15, 34.

20Halleck, S.L. Legal and ethical aspects of behavior control. American
Journal of Psychiatry 131: 381-385, 1974.

21 ....
See, e.g., Roos

,
P. Human rights and behavior modification. Mental

Retardation . June 1974, pp. 3-6; Friedman, Legal regulation of applied behavior
analysis in mental institutions and prisons. 17 Arizona Law Review 39, 1975.
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lawyers, and safe drivers. It may also be used to "prevent" later delinquency
(predelinquency), and, more generally, to predict performance of employees. ^2

But if "status" does not accurately predict future performance, then ethi-
cal issues arise (e.g., invasion of privacy, stigma, unnecessary harm caused
consequent to the status of mental disability, etc.). Some mentally ill or dis-
abled persons are without doubt poor politicians, poor judges, poor doctors, poor
lawyers, poor employees, unsafe drivers, and even delinquents or criminals. But
so are many other persons. In light of the problem of predicting human behavior
and because of the costs of doing otherwise, it is reasonable to insist that "it
is by their behavior you shall know them." In the absence of behavior, status
is unreliable; in the presence of behavior, status is often unneeded. Limiting
prediction by status will, as much as any other approach, contribute to decreas-
ing the stigma associated with mental disorder.

4. Forensic Testimony

Forensic testimony raises several problems. Expert testimony by mental
health professionals may fail to distinguish fact from opinion. 23

Mental health professionals should be discouraged from relating clinical
findings to the final legal question, i.e., who is dangerous, insane, incompe-
tent to stand trial. 24

As a matter of policy and logic, these judgments are social and legal, not
professional. Conclusory testimony contributes to the legal decisionmaker's
(judge or jury) abdicating responsibility to reach legal conclusions.

See e.g. Hutschnecker
, A.A. . A suggestion: Psychiatry at high levels of

government. New York Times . July 4, 1973, p. C15, col. 2; Kuvin, S.F.; Saxe
D.B. Psychiatric examination for judges. New York Times . December 21, 1975,

p. 13, col. 1; Refusal to answer "treatment for mental disorders" question not
fatal to New Jersey bar admission. IMDLR 232, 1976; Shlensky, R. Psychiatric
standards in driver licensing. Journal of the American Medical Association 235:

1993-1994, 1976; Few cheers for "bad seed" tests for the young. New York Times .

April 19, 1970, Sec. 4, p. 13, col. 5; McDonald, M.C. Civil service kills
controversial question. Psychiatric News . December 3, 197 5, pp. 1, 13'.

23
See e.g. Dix, G.E. The death penalty, "Dangerousness", psychiatric tes-

timony and professional ethics. American Journal of Criminal Law 5:151-214,
1977 (abuse of psychiatric testimony concerning tne prediction of violence and

the application of the death penalty); see, Greenland, C. Psychiatry and the

dangerous sexual offender. Canadian Psychiatric Association Journal 22: 155-

159, 1977 (problems of conclusory testimony and "double-agentry" in the
handling of sex offenders.)

^*^See Shah, S.A. Some interactions of law and mental health in the handling

of social deviance. Catholic University Law Review 23: 674-719, 1974.
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Considering the stakes involved—hospitalization versus prison, the rights of

persons to manage their affairs, involuntary treatment and detention—the pre-
sentation of conclusory legal opinions by mental health professionals (made
worse by inadequate description of the actual clinical findings) may constitute
a misuse of mental health knowledge.

To raise questions concerning the role of mental health experts is not to

deny tactical requirements of the adversary system. The search for justice
requires the use of experts. But it is worthwhile to indicate that legal
decisionmakers may be unduly swayed when they have not been apprised of the

limits and the logic of scientific knowledge of mental health professionals.

5. Privacy versus the Public's Right to be Informed

Mental health professionals may comment or write about the mental health,
the behavior, and the psychodynamics of persons whom they have never evaluated
or even met. In an open society, such behavior, if it is wrong at all, may be

only a "venial sin." But commentary from a distance, even if amusing, may
disrupt both the privacy of the individual and the fairness of legal proceed-
ings. 26

6. The Turned-on Society

Mental health knowledge may be used not only to relieve problems, but for

pleasure and to reduce everyday stress. The new Administrator of the Alcohol,
Drug Abuse, and Mental Health Administration has discussed the increasing use of

antianxiety drugs as follows:

The Declaration of Independence promises us life, liberty and the
pursuit of happiness. The American public has come to interpret
this as including the absence of anxiety, guilt, and insomnia and

25Attention has also recently been drawn to the use of mental health know-
ledge in selecting and influencing juries. (See e.g. Goldstein, T. The
science of jury selection. New York Times . February 16, 1975, p. 6, col. 4;

Salisbury, T.E. Forensic sociology and psychology: New tools for the criminal
defense attorney. Tulsa Law Journal 12: '274-292, (1976). While there would
be argument whether this use of mental health knowledge poses ethical problems,
it has been pointed out that "the new techniques give an advantage to the

wealthy." Such a formalized contribution to lawyer ly instincts may also result
in eventual distortion of the legal process.

^See comments of Dr. James A. Brussel, Newsweek, August 29, 1977, p. 28,

about David Berkowitz (Son of Sam): "His motive is irrational ... and that is

enough to prove he is incompetent". This type of public pronouncement from a

mental health professional can raise many problems.
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looks to the health care system for the means to pursue happi-
ness.... My prediction is that these trends will continue well
into the future, not so much because the growth of new technology
has raised expectations but because of an expansion of the defini-
tion of acceptable means for utilization of the health care system.

To flag this area is to take no strong position concerning its ethical
importance. Assuming, however, that the stresses of everyday life must be met
by all and that in so doing we "grow," then using mental health knowledge to
enhance the quality of life should be a subject for ethical debate.^®

C. Professionalism versus Consumerism

1. Patients' Rights and Staff Rights

There is now a revolution of expectations of the mental health consumer, a

revolution which may be generally subsumed under the name of "patients' rights."
Patients' rights and staff rights may, however, conflict. For example, do other
patients or staff have a right to be free from intrusion by an especially aggres-
sive patient? Such conflict may also result in poor patient/client care.^^ More
thought is required concerning "rights and responsibilities" of both patients/
clients and staff in mental health care.

2. Interprofessional Conflict

The needs of professionals (in competition with one another) may jeopardize
the needs of the public. It is readily agreed that "(t)here should no longer be

divisive wedges among professions striving toward the common goal of providing a

high quality, comprehensive, and coordinated system of health care equally acces-
sible to all. "31 Achieving such interprofessional cooperation is, however, often
difficult. Increasing divisiveness among professional mental health groups is to

be anticipated as groups struggle for inclusion of their services in any national
mental health insurance plan.

27
Klerman, G.L. Mental illness, the medical model, and psychiatry. The

Journal of Medicine and Philosophy 2: 220-243, 1977.

28
See also discussion in Brill, N.Q. Preventive psychiatry. Psychiatric

Opinion 14(6): 30-34, 1977.

^^See e.g. Ennis, B. and Siegel, L. The Rights of Mental Patients . An
American Civil Liberties Union Handbook, Avon Books, New York. 1973; and
Friedman, P. Rights of Mentally Retarded Persons , 1976.

30
^See e.g. Gibson, R.W. The rights of staff in the treatment of the mentally

ill. Hospital and Community Psychiatry 27: 855-859, 1976.

31
Position statement on psychiatrists' relationship with nonmedical mental

health professionals. American Journal of Psychiatry 130: 386-390, 1973.
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However, there are approaches which many promote interprofessional coopera-
tion rather than divisiveness. Periodic interdisciplinary meetings of the mental
health professions might jointly review present practices, codes of conduct, posi-
tion statements, and the indreasing responsibilities of all the professions to the
consumer. "Competency-based" approaches should be explored as one means of divid-
ing tasks between mental health professionals and assuring that each group is

reimbursed for its services.

Formulation of interprofessional codes delineating the responsibilities and
the prerogatives of professions, one to another, may serve to unite them.

3. Ethical Codes

Ethical codes may restrict a dissemination of knowledge about professionals,
their competencies and their availability and other information needed by the

consumer. 33

Over the long run, some autonomy of the health professions in setting stan-
dards of conduct, regulating norms of practice and determining qualifications
is in the public interest. But while professionalism protects the public, it

also poses difficult issues concerning the sharing of knowledge and power. 34

The professional-patient relationship is now in flux. Attention needs to be
directed to both problems and benefits which may flow from "contractual ethics"
in the professional-patient relationship and in the obtaining of mental health
services. 35

There are ways, we believe, in which a strengthening of the Codes of Ethics
in the various mental health disciplines might contribute to resolution of a

variety of ethical problems. Such codes serve at least three related functions.

While it is difficult to separate the effect of a formal code of ethics from
other sources of ethical conformity, such as the professional's personal moral
commitments, the codes perform an important socialization function in the train-
ing of neophyte mental health professionals. They serve to inculcate normative
standards against which to measure alternative responses to future ethical

32See e.g. Nelson, S.H. Current issues in national insurance for mental
health services. American Journal of Psychiatry 133: 761-764, 1976.

33 See e.g. Food and Drug Administration begins "trial" of medical
socities. Medical World News. September 19, 1977, pp. 21-22; see discus-
sion of Bates v. State Bar of Arizona

,
45 U.S. Law Week 4895, 1977, in:

Supreme court holds lawyers may advertise. American Bar Association Journal 63:

1092-1098, 1977.

34
See generally Freidson, E. Professional Dominance: The Social Structure

of Medical Care . Atherton Press, New York, 1970.

35 ...
See e.g. Masters, R.D. Is contract an adequate basis for medical ethics?

An examination of the concept for health care. The Hastings Center Report 5(6):
24-28, 1975.
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dilemmas. By virtue of their authoritative, "official" endorsements, ethical
codes may provide influential symbolic models for the performance of ethical
behavior.

Secondly, ethical codes serve an increasingly large screening function in
admitting mental health professionals into practice. In California, for example,
psychologists must virtually recite the American Psychological Association Code
of Ethics by heart during the licensing examination. Knowing ethical standards,
of course, does not necessarily imply abiding by them, but a lack of such know-
ledge may attenuate ethical conformity. In this sense, the increased stress
placed on ethical codes in professional initiation rites may help to promote
ethical behavior.

Finally, ethical codes serve an important monitoring function. Through the
threat of sanction for their violation— losing eitner membership in the profes-
sional organization or State licensure—the codes act as a deterrent against
unethical professional conduct.

How might these three functions of professional codes of ethics be streng-
thened? First, a course in professional ethics should be required as part of
the graduate curriculum in each of the mental health disciplines. While there
has been a substantial increase in the literature on the ethics of psychological
intervention, this literature has yet to become part of the mainstream of grad-
uate education in the mental health disciplines. It is treated as something the

practitioner or researcher will "pick up" as he or she encounters ethical dilem-
mas. Moral crises, however, are better prepared for than reacted to. In the

wake of the poverty of moral reasoning ability demonstrated by many attorneys in

the Watergate scandal, the American Bar Association (ABA) in 1974 voted that
every ABA-approved law school:

shall provide and require for all student candidates for a

professional degree, instructions in the duties and responsibilities
of the legal profession. Such acquired instruction need not be

limited to any pedagogical method as long as the history, goals,

structures and responsibilities of the legal profession and its

members, including the ABA Code of Professional Responsibility
,

are all covered. 36

Rather than waiting for a moral Watergate to occur in the mental health
field, graduate education in applied ethics, emphasizing the implementation of

professional codes of ethics, should be a required part of the curriculum in

each of the mental health disciplines.

Secondly, State licensure examinations in the mental health disciplines

should stress knowledge of professional codes of ethics and their implementation

in specific problematic situations. While some States are emphasizing knowledge

of codes of ethics in their licensing examinations in psychiatry, psychology,

and social work, there is much variability by State and by discipline. The

^^American Bar Association Standards and Rules of Procedures, Section 302

(a)(iii)

.
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Coinmission might lend its prestige to reinforcing this trend toward a greater
emphasis on ethical issues in screening procedures.

Finally, professional organizations should strengthen their capacity to

investigate and act upon complaints of violations of their codes of ethics.
Advisory opinions should be offered to professionals requesting an interpreta-
tion of the code in specific fact situations. All professions are notorious
for their lack of self-regulation and the tendency to protect their own no matter
how incompetent. The mental health disciplines are no exception. It is essen-
tial that professional organizations be goaded into taking more seriously their
obligation to monitor the ethical behavior of their members.

D. Health Care As A Right

1. The Right to Treatment

Ethical problems arise when rights are compromised in the name of treatment
or care, yet no treatment or care is forthcoming or even potentially available.
The quid pro quo requires (at a minimum) adequate staff, a decent treatment
environment, the availability of programs and an individualized approach to

care.

2. The Availability and Distribution of Resources

The problem of health-care delivery is closely tied to plans for national
health insurance. Many arguments have been advanced, yet it seems fair to say
that a genuine "right to health care" has not yet been recognized . 38

A future goal under any national health plan would be to preserve some free-
dom of choice for the consumer while assuring a more efficient and more adequate
volume of available services.

Ethical questions also arise concerning the distribution of present
resources, geographically (urban-rural) and as a function of age (children versus
the aged) and also as a consequence of wasteful and jerry-built systems of care.

37 . .

See position statement on the right to adequate care and treatment for the
mentally ill and mentally retarded. The American Journal of Psychiatry 134:
354-355, 1977; see generally Hoffman, P.B., Dunn, R.C. Beyond Rouse and Wyatt :

An administrative-law model for expanding and implementing the mental patient's
right to treatment. Virginia Law Review 61: 297-339, 1975.

38 See generally Blackstone, W.T. On health care as a legal right: An
exploration of legal and moral grounds. Georgia Law Review 10: 391-418, 1976.

39See "As the Nation Moves Toward National Health Insurance, What About
the Mentally 111?" American Psychiatric Association, 1977.
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Even "catchmenting" and other strategies for service provision may compro-
mise the care of some difficult patients. The patient may not be able to choose
where care is to be received. There is a mismatch between the patient and the
ability or willingness of a sole provider to meet these needs.

Attitudes toward mentally handicapped persons may also restrict the provi-
sion of services, particularly in the area of reproduction and sexual freedom.
Mentally handicapped individuals should have access to family planning and birth
control services, including sterilization, on the same basis as any other per-
son, but no such handicapped individual should be sexually sterilized except
upon his or her own volition.

Years after the infamous Relf^^ case in Alabama, there continue to be fre-
quent instances of attempts by parents, guardians and officials of mental insti-
tutions to secure the sexual sterilization of mentally handicapped (particularly
mentally retarded) persons in their custody or control. The task panel believes
that sterilization, like other family and birth control services, should not be
denied to those handicapped persons who are of age, are capable of understanding
the nature and consequences of the procedure and can manifest at. least a genuine
desire to be sterilized.

However, although the courts have reached mixed conclusions, the panel be-
lieves that the better view of the law^^ and ethical considerations forbid ster-
ilization of a mentally handicapped individual— i.e.

,
the irreversible denial of

such individual's fundamental right to procreate—except upon the consent of the

person to be sterilized, if he or she is capable of giving such consent. This
means that parents, guardians, and others may not give substituted consent to

sterilization of their handicapped children or charges and that a handicapped
person who is incapable of consenting may not be sterilized at all. This policy
can be implemented at the Federal level by appropriate regulations governing
Medicaid and other public health programs and at the State level by appropriate
legislation.

Cost-control mechanisms will become increasingly important. Through stan-

dard setting, the quality of care is enhanced. But subtly and not so subtly,

cost-control mechanisms (PSRO - Utilization Review) may also jeopardize care.

The practitioner who properly orients himself to the needs of the indivi-

dual patient/client is nevertheless confronted with societal needs to conserve

resources and to promote efficiency of care. ^2 xhe choice must sometimes be

^
^NWRO and Re If v. Weinberger

,
372 F . Supp . 1196 (D.D.C. 1974), 403 F . Supp .

1235 (D.D.C. 1975), vacated as moot. No. 74-1787/76-1053, (D.C. Cir., Septem-

ber 13, 1977).

41
See Wyatt v. Aderholt, 368 F.Supp. 1383 (M.D. Ala. 1974).

42
See generally Burnum, J.F. The physician as a double agent. The New

England Journal of Medicine 297: 278-279, 1977; Fried, C. Rights and health

care—beyond equity and efficiency. The New England Journal of Medicine 293:

241-245, 1975.
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made whether to discharge or retain a patient who has no proper place to go, but
who nevertheless no longer qualifies for third-party reimbursement. The choice
of "treatment" may be dictated by the availability of third-party reimbursement
(inpatient versus outpatient care).

There are also problems of recordkeeping. Medical records dovetail with
administrative requirements. Records may document a need for active care (but

distort the severity of the patient's condition) so that retention in a facility
is permitted. At a future time this may work against the patient's interest.

The multiple problems now arising in the area of cost control are only sug-

gested. Monitoring of cost-control mechanisms is necessary so that these not
jeopardize patient/client care.^^

Research at the expense of services also raises ethical questions. But a

legitimate research enterprise (which in the best interests of the public and

patients/clients) requires a critical mass of trained personnel and available

funds

.

3. Treatment (Medical or Social) for the Severely Disabled

Respect for life includes respect for life of the severely disabled. The
value of persons is not a function of their productivity. By respecting the

differences and the needs of severely disabled persons, society inculcates the

values of altruism, empathy, and generosity. The mentally disabled have treat-
ment rights not only because they are persons with feelings but because, like
all other persons, their life is valuable to society. This perspective deserves
consideration when, for example, it is debated whether to prolong the life of a

severely retarded person.

It has been reported that doctors at prominent university hospitals rou-
tinely have allowed newborn children to die, with at least the tacit consent of

the parent, when such children are born with obvious mental or physical handi-
caps. Not infrequently, instances come to light where parents or guardians
explicitly refuse life-sustaining medical care to such infants or to their older

^^See e.g. Price, S. J. ,
Katz, J.

,
Provence, M. An advocate's guide to

utilization review. Clearinghouse Review 11(4): 307-331, 1977.

44
See Brown, B.S. The crisis in mental health research. American Journal

of Psychiatry 134: 113-120, 1977.

^^See problems raised by Jones v. Saikewicz, No. SJC-711 (Mass. Sup. Jud

.

Ct., July 9, 1976), No. SJC 76-116 (Mass. Sup. Jud. Ct., Nov. 30, 1977), in

Corbett, K.A.
,
Raciti, R.M. Withholding life-prolonging medical treatment for

the institutionalized person: Who decides? New England Journal on Prison Law
3: 47-82, 1976 (question whether to administer painful treatment for leukemia
to a profoundly retarded 67 year old man; "the incompetent patient's right to
life deserves at least the same protection that the law affords competent
people" )

.
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children or wards. Such denial of needed medical measures is not generally
based upon religious tenets, but rather on the assumption that the life of a

handicapped person, such as one who is severely or profoundly mentally retarded
is somehow less valuable than that of a "normal" individual. This rather
shocking notion is gaining increasing respectability in some quarters.

SOME GUIDELINES FOR PROBLEM RESOLUTION

The above discussion illustrates some ethical problems in the area of men-
tal health care. The options and choices have not been discussed in any detail
Identification of problems does point to some general guidelines for resolution
The aim is to respect— to the greatest degree possible—both the needs and the
autonomy of all persons in society.

1. Clarify Roles and Allegiances

While in exceptional circumstances the needs of society cannot be over-
looked, therapists owe primary allegiance to their patients/clients. Given con
flict and the likelihood of mixed allegiances, the therapist may attempt to

establish a treatment contract not with the individual but with the larger
social unit including the individual, e.g., the family. With foreknowledge,
the therapist works for the best interests of the family, not for individuals.

2. Identify Level of Decisionmaking

Again, therapists owe primary allegiance to their patients/clients. They
cannot, for example, be expected to do a "social cost-benefit analysis" con-
cerning a patient/client's treatment. There are different levels of obliga-
tion—one for therapists, another for administrators.^^ The task of allocating
resources is best done from "above," i.e.

,

by administrators and planners.

3.

Responsibilities to Inform

The allegiances and roles of the mental health professional and his/her
level of decisionmaking should be shared with patients/clients prior to inter-

vention or evaluation. This is partly a requirement for informed consent
prior to intervention or evaluation, partly a requirement for patient-educa-
tion, partly a matter of achieving social consensus regarding proper mental
health roles.

^^Fried 1975; see also Burnum 1977, Hiatt 1975.
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4. Respect the Patients ' /Clients ' Right to Decide

The technical expertise of the professionals and their professional recom-
mendation should be shared with patients/clients. But patient decisionmaking,
while incorporating professional expertise, is not synonymous with professional
decisionmaking. The final decision—whether or not to accept treatment and what
type of treatment is desired— is a decision which, save in exceptional circum-
stances, belongs to the patient.

47
See e.g. Imbus, S.H.

,
Zawacki, B.E. Autonomy for burned patients when

survival is unprecedented. New England Journal of Medicine 297: 308-311,
1977; see Slack, W.V. The patient’s right to decide. The Lancet ,

Vol. 2,

July 30, 1977, p. 240.
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APPENDIX A:

LIST OF RECOMMENDATIONS

The recommendations of the Task Panel on Legal and Ethical Issues are set

forth below. The reader should be aware, however, that certain important areas
such as ethical issues, discussed in section V of our report, do not culminate
in recommendations.

ADVOCACY

Recommendation 1. The President's Commission should support
legislation which would establish and ade-
quately finance a system of comprehensive
advocacy services for mentally handicapped
persons

.

Recommendation 2. The protection and advocacy (P&A) systems
established in each State under the

Developmentally Disabled Assistance and
Bill of Rights Act as of October 1977

should be carefully evaluated and this

approach to advocacy services should be

supported if it proves effective. If it

does, mentally ill persons should either
be brought within the jurisdiction of the

"P&A" systems or else a parallel system
which will represent mentally ill persons
should be established.
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Recommendation 3. The President's Commission should support
efforts by which currently existing legal
aid, legal services and public defender
programs and the private bar at large can
more adequately represent mentally handi-
capped persons at every stage at which such
persons have contact with the mentally
disability system. These efforts should be

directed at providing a continuity of legal
care and should include, but not be limited
to, the following:

(a) Recommending to the Legal Services
Corporation that it establish a national
support center to assist local offices in

representation of mentally handicapped
persons, and that it run special training
programs so that members of local offices
can effectively and adequately represent
mentally handicapped persons.

(b) Endorsing legislation which would give
the United States Department of Justice
standing to litigate on behalf of mentally
handicapped persons whose civil and/or
constitutional rights have been violated.

(c) Endorsing legislation which would
mandate the Law Enforcement Assistance
Administration of the Department of Justice
to provide economic, staff and training
support to State and local public defender
and prisoners' rights programs so as to

provide more effective and adequate repre-
sentation for mentally handicapped persons
who have been criminally charged and/or who
are incarcerated in jail or prison facili-
ties .
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EDUCATION

Recommendation 4. The Department of Health, Education and
Welfare should vigorously implement and
enforce the requirements of the Education
for All Handicapped Children Act, Public
Law 94-142 (20 U.S.C. Section 1401 et
seq . ) ,

and the new regulations implement-
ing section 504 of the Rehabilitation
Act of 1973 (45 CFR Part 84). A program
of financial assistance, similar to the
Emergency School Aid Act, should be
initiated to help school districts with
the costs of compliance. The funds for
such a program could be drawn from other
education programs that have outlived
their usefulness such as Emergency
School Aid and the Impact Aid program.

Recommendation 5. As part of their right to education,
mentally handicapped individuals should
be provided with compensatory education
services beyond ordinary age limits,
where past deprivation of education
makes this necessary.

Recommendation 6. Institutionalized mentally disabled chil-
dren must also be provided with an appro-
priate education, in a community setting
wherever possible, as the Education for

All Handicapped Children Act of 1975
requires. Surrogate parents, not drawn
from institutional staff, must be appointed
to protect the rights of such children when
the natural parents are unavailable.

Recommendation 7. Colleges and universities must be encour-
aged and assisted to train teachers and

other education personnel in methodolo-
gies appropriate for instruction of

severely handicapped students in a regu-
lar classroom setting.
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Recommendation 8. States must be encouraged, assisted and
required, if necessary, to provide training
for parents, guardians, surrogate parents
and lay advocates in the use of special
education due process procedures, as well
as for the hearing officers designated to

conduct due process hearings. HEW should
collect and analyze the transcripts and
records of a representative sample of such
hearings and take appropriate action to

ensure that educational placement decisions
are made after full and fair consideration
of all relevant factors, including the
views of those representing the interests
of the student.

EMPLOYMENT

Recommendation 9. The task panel endorses the efforts of

the Department of Labor to enforce sec-
tion 503 of the Rehabilitation Act and
encourages voluntary compliance with
both 503 and 504 by private employers
who are not regulated by these sections.

Recommendation 10. Title VII of the Civil Rights Act of 1964
should be amended to prohibit discrimina-
tion on the basis of handicap.

Recommendation 11. State minimum wage and civil rights laws
should be amended to prohibit discrimin-
ation against the handicapped.
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Recoiranendation 12. Congress should be requested to condi-
tion revenue sharing upon an agreement
by State governments that mentally handi-
capped persons who, as employees, perform
work of consequential economic benefit
to the States shall be paid either the
minimum wage or else wages which are com-
mensurate with those paid nonhandicapped
workers in the same vicinity for essen-
tially the same type, quality and quantity
of work, whichever is higher. States
should be required, as a condition of

revenue sharing, to agree to the same
principles as are currently embodied in

29 CFR Part 529.

In the alternative, the provisions of

29 CFR Part 529 should be incorporated
in their entirety into HEW regulations
45 CFR Part 84, subpart B (employment
practices) implementing section 504 of

the Rehabilitation Act of 1973.

HOUSING WITHIN THE COMMUNITY

Recommendation 13. (a) State zoning laws should be enacted
which preempt local zoning ordinances and
permit small group homes for the mentally
handicapped to be considered as permitted
"single family residential uses of proper-
ty".

(b) States revising their zoning laws to

avoid discrimination against mentally
handicapped persons should be alert to

the problems of restrictive building
codes and/or mutual private restrictive
covenants which would undermine the goal

of reform.

(c) State zoning laws should also pro-

hibit the excessive concentration of

group homes in any single neighborhood
or municipality within a State.
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Recommendation 14. (a) Title VIII, Fair Housing, of the
Civil Rights Act of 1968 should be
amended to prohibit discrimination in

housing on the basis of mental handicap.

(b) The Department of Housing and Urban
Development should (1) encourage States
and localities to allocate additional
community block grant funds to develop
more group care facilities and (2) make
additional rental assistance funds avail-
able to mentally disabled persons living
in group homes

.
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GUARDIANSHIP

Recommendation 15. (a) State guardianship laws should be
revised to provide:

(1) increased procedural protections
including, but not limited to, written
and oral notice, the right to be present
at proceedings, appointment of counsel, a

clear and convincing evidence standard as

the burden of proof; a comprehensive
evaluation of functional abilities con-
ducted by trained personnel; and a judi-
cial hearing which employs those proce-
dural standards used in civil actions in

the courts of general jurisdiction of any
given State;

(2) a definition of ” incompetency" which
is understandable, specific and relates
to functional abilities of people;

(3) the exercise of guardians' powers
within the constraints of the right to

the least restrictive setting, with no

change made in a person's physical
environment without a very specific
showing of need to remove a person to a

more restrictive setting; and

(4) a system of limited guardianships
in which rights are removed and super-
vision provided only for those activities
in which the person has demonstrated an

incapacity to act independently.

(b) Public guardianship statutes should
be reviewed for their effect in providing
services to persons in need of but without
guardianship services.

CONFIDENTIALITY

Recommendation 16. Federal and State laws should recognize
the principle that patients must have
access to their mental health records
and the opportunity to correct errors

therein.
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Recommend at ion 17. Except where otherwise required by law,

confidentiality of mental health infor-
mation must be strictly maintained by all
persons who have contact with such infor-
mation. Mental health professionals must
alert their patients at the outset of
therapy about special conditions under
which complete confidentiality cannot be

maintained. States should also enact
strong penalties for the inappropriate
release of confidential materials by
mental health professionals without the *

patients' consent.

Recommendation 18. Consent forms for release of information
concerning patients' histories should be

limited to particular items of informa-
tion in their records relevant to the
specific inquiry posed by third parties
who have a legitimate need for such infor
mation. Blanket release forms should be
prohibited, and nonspecific requests for

information should not receive response.
Consent to release information should be

of limited duration and should be revo-
cable by the patient at any time. A
record should be maintained in each
patient's file describing what informa-
tion has been released, when, to whom
and for what purposes.

Recommendation 19. Employers' questions to job applicants
and employees must be related to objec-
tive functioning skills directly rele-
vant to the specific job for which the

applicant or employee is being considered

Recommendation 20. Third-party insurers should be encour-
aged to utilize peer review or other
similar mechanisms which allow an
evaluation of the necessity and appro-
priateness of treatment to be conducted
while the patient's identity remains
anonymous. Centralization and sharing
of personal information without the

express, written consent of the patient
or client should be prohibited.
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Recommendation 21. The task panel has reviewed and gen-
erally supports the report of the
Privacy Protection Study Commission,
Personal Privacy in an Information
Society

,
concerning confidentiality

of medical records. Implementation
of that Commission's recommendations
should be required not just in Medi-
care/Medicaid institutions as the

report suggests but by all facilities
maintaining mental health records.

FEDERAL BENEFITS

Recommendation 22. Existing Federal statutes, regulations
and programs should be reviewed for

instances of discrimination against
mentally handicapped individuals.
Appropriate legislative or administra-
tive action should be taken to elim-
inate barriers and other restrictive
provisions or practices.
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Reconimendation 23. (a) Federal assistance programs should
be administered and governing legal pro-
visions modified, where necessary, to

implement the principle of placement or

treatment in the "least restrictive alter-
native" and to foster deinstitutionaliza-
tion of mentally handicapped individuals.
Appropriate measures might include the
following steps:

(1) A class of intermediate care facili-
ties for mentally ill persons, comparable
to those for mentally retarded individuals
and others but limited to a maximum of 15

beds, should be created under the Medicaid
program.

(2) "Clinic services" should be a

required rather than an optional service
in Medicaid; the limitations on outpatient
physician services in Medicare should be

eliminated; and both Medicare and Medicaid
benefits should be made available for in-
patient and outpatient services in commun-
ity mental health centers for the mentally
handicapped of all ages.

(3) The thrust of the current Medicaid
intermediate care program for mentally
retarded persons should be directed toward
community-based, rather than institutional,
facilities for mentally retarded persons,
and appropriate changes should be made to

the ICF/MR regulations where necessary to

facilitate use of Medicaid funds for com-
munity-based programs. Medicaid should
also be amended to require home health ser-
vices for children under 21.

(4) The Department of Health, Education,
and Welfare should strictly enforce the
Medicaid standards for residential insti-
tutions for mentally retarded persons set

forth in 45 CFR Sections 249.12 and 249.13
and should ensure prompt decertification
of those large institutions which do not
meet the standards.
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(5) Preadmission or admission certi-
fication, peer review and utilization
review and relevant PSRO activities
requirements should be enforced in all
inpatient facilities under Medicare and
Medicaid to ensure that hospital, skilled
nursing (SNF) or intermediate (IGF) care
is provided only on the basis of individual
need and that alternative, less restric-
tive placements are considered and provided
when appropriate.

(6) HEW should require State plans sub-
mitted pursuant to Title XX of the Social
Security Act (42 U.S.C. 1396 ^ seq.) to

address specifically the problems and needs
of mentally handicapped persons who live
in the community or who could live in the
community if financial or other assistance
were available.

(7) HEW should require State Developmental
Disabilities Councils and other agencies
funded under the Developmentally Disabled
Assistance and Bill of Rights Act (42 U.S.C.
6001 seq . ) to focus their activities on
deinstitutionalization of developmentally
disabled individuals and on creation of

community-based living arrangements, day
programming and support services for such
individuals. HEW should specifically pro-
hibit use of D.D. Act funds for construc-
tion, renovation or expansion of large
institutional facilities.

(8) HEW should develop regulations which
require State mental health plans mandated
under Pub. L. 93-641 (42 U.S.C. 300m-2
(a)(2); 42 U.S.C. 300k-l e^£^.) to

evaluate resources for community programs
for the mentally handicapped and to plan
for the development of community resources
that will ensure that mentally handicapped
persons are enabled to live in the least

restrictive setting consistent with their

individual needs.

L&E 142



1501

(9) Federal guidelines for State regu-
lation of group homes (board and care
homes) where SSI recipients are living
should emphasize the need to encourage
personal independence and to provide
access to necessary health care and
social services. The Department of
Health, Education, and Welfare should
ensure rapid compliance with the interim
regulations requiring counselling, and
social and other services for children
under 7 as well as for those children
unable to attend school.

(10) Federal AFDC foster care funds
for children should be available only
if out-of-home placement is in the
least restrictive setting and in as

close proximity to the child’s home as

is consistent with the child’s special
needs

.

(11) The Department of Health, Educa-
tion, and Welfare should, within the
Office of the Secretary, examine the
impact of Supplemental Security Income,
Medicaid, and other Federal programs
on the deinstitutionalization of
mentally handicapped children, and
develop specific proposals for reducing
inconsistent fiscal incentives and
regulations

.

(b) As a direct, initial, positive
step, the Federal government should
develop within 180 days of the Commis-
sion’s report a coordinated response to

and plan for implementation of the recom-
mendations contained in the GAO report
of January 7, 1977, "Returning the Mentally
Disabled to the Community—Government Needs
to Do More".

Recommendation 24. Necessary steps should be taken to adapt
and, where necessary, expand "generic"
Federal programs so that they meet the

needs of mentally handicapped individuals.
Provisions in the laws creating such programs
which are designed to assist the mentally
handicapped should be fully and promptly
implemented

.

L&E 143



1502

Recommendation 25. Federal program and funding agencies
should promptly promulgate and enforce
regulations implementing section 504
of the Rehabilitation Act of 1973,
which specifically prohibits discrimin-
ation against handicapped persons by
any recipient of Federal funds.

Recommendation 26. There should be periodic program reviews
of the utilization of federally funded
benefits and services by the mentally
handicapped in order to assess the quality
and quantity of services provided and to
determine their effectiveness in meeting
the needs of the mentally handicapped and
in promoting independent living.

THE RIGHT TO TREATMENT AND TO PROTECTION FROM HARM, THE RIGHT TO TREATMENT IN
THE LEAST RESTRICTIVE SETTING AND THE RIGHT TO REFUSE TREATMENT -AND TO THE

REGULATION OF TREATMENT

Recommendation 27. The President's Commission in its final

report should endorse the underlying legal
and ethical bases for the right to treat-
ment and to protection from harm, the right
to treatment in the least restrictive setting
and the right to refuse treatment and to the
regulation of treatment. The Federal and
State governments should be encouraged to

protect these rights by legislation and other
appropriate action.

EXPERIMENTATION WITH MENTALLY HANDICAPPED SUBJECTS

Recommendation 28. An educational campaign must be directed
to the general public with regard to

individual opportunity and obligation
to participate in the advancement of

scientific knowledge. A disproportionate
share of the risk for the benefit of society
as a whole should not be assigned to

"convenient"—often institutionalized

—

populations, including mentally handicapped
individuals. Rather, to the extent possible,

such persons should bear less risk than

those who are more able to make free and

uncoerced decisions.
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Recommendation 29. (a) Covert experimentation involving
risks ought never to be permitted,
regardless of the asserted justification,
and full disclosure of such matters as

research risks, expected benefits and

the right to refuse participation must
be made to potential subjects and,

where appropriate, to their parents,
surrogate parents or legal guardians.

(b) Experimentation which is neither
directly beneficial to individual sub-
jects nor related to such subjects'
mental condition and which poses any
degree of risk to such subjects should
not be permitted with institutionalized
mentally handicapped individuals.

(c) Research performed for the direct
benefit of a mentally handicapped subject
after nonexper imental procedures, if any,
have been exhausted should be permitted
where the risk/benefit ratio is favorable
and there are adequate procedures for

obtaining the subject's consent or, where
appropriate, the consent of the subject's
parent, parent surrogate or legal guardian.
High-risk experimental procedures such as

psychosurgery should be permitted, if at
all, only upon the informed consent of the
subject himself; some such procedures ought
to be prohibited altogether, at least with
respect to institutionalized individuals.
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Recommendation 30. At a minimum, research upon mentally
handicapped individuals for the purpose
of obtaining new scientific or medical
information should be conditioned upon
the following requirements:

(a) The research protocol must undergo
independent review for scientific merit
of the research design and for competence
of the investigator.

(b) The institution, if any, in which
the research is to be conducted must
meet recognized standards for medical-
care, direct-care, and other services
necessary to meet the increased demands
imposed by research activities, in addi-
tion to the ordinary requirements of
adequate care and treatment.

(c) The proposed research must not reduce
the level of habilitative or rehabilita-
tive services available either to research
participants or to patients or clients not
included in the project.

(d) The experimentation must involve an
acceptably low level or risk to the health
or well-being of the research subjects.

(e) The proposed research should relate
directly to the prevention, diagnosis or

treatment of mental disability and should

seek only information which cannot be

obtained from other types of subjects.

Such information should be of high poten-
tial significance for the advancement of

acknowledged medical or scientific objec-
tives related to mental disability.

(f) Research involving risk may be per-

formed only on patients or clients who are

actually competent to consent to partici-
pation therein and who have in fact given
such consent. Substituted consent to

procedures involving risk should not be

permitted except in the most unusual and

compelling circumstances and never in the

face of objections, however expressed, by

the patient or client himself. All con-

sent should be subject to review and approval

by an independent body, with an opportunity
for patients or clients to be advised and
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represented in this process by an inde-
pendent advocate (who may be an attorney).

(g) All subjects, and where appropriate
their parents or guardians, should be
provided with and informed of their
right to any follow-up care necessitated
by unforeseen harmful consequences of
the research project.

Recommendation 31. (a) Whatever schema is eventually put
forward by the National Commission for
the Protection of Human Subjects of Bio-
medical and Behavioral Research should
be considered as tentative and subject to

continuous review.

(b) A permanent National Commission for

the Protection of Human Subjects of Bio-
medical and Behavioral Research, with a

membership including mentally handicapped
individuals and/or former patients or

institutional residents and parents of

children with mental handicaps, should be
established to evaluate and, if necessary,
modify the policies resulting from the

recommendations of the current Commission
and to monitor the performance of institu-
tional review boards and other bodies
charged with protection of the rights of

research subjects.

CIVIL COMMITMENT

Recommendation 32. The civil commitment system as it exists
in most States today should be drastically
reformed. Responsible arguments can be

made for modified abolition of civil com-
mitment, for authorizing commitment only of

"dangerous" persons or for time-limited
involuntary commitment of persons who are
mentally handicapped and also incompetent
to make treatment decisions.
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Recommendation 33. (a) Whatever substantive commitment
standard is adopted, evenhanded adminis-
tration should be promoted by the use of
specific definitions and criteria.

(b) The Department of Health, Education,
and Welfare should fund studies to ascer-
tain the differential effects of commit-
ment criteria in jurisdictions which have
adopted different models of involuntary
civil commitment.

Recommendation 34. Voluntary mental health and supportive
services should be made easily available
to those who seek them.

Recommendation 35. (a) Commitment procedures should be
adopted to ensure fair resolution of

the issues at stake.

(b) Procedural protections should include,
but not necessarily be limited to, ini-
tial screening of potential commitment
cases by mental health agencies, a prompt
commitment hearing preceded by adequate
notice to interested parties, the right
to retained or assigned counsel, the

right to a retained or assigned indepen-
dent mental health evaluator, a transcript
of the proceedings, application of the

principle of the least restrictive alter-
native, a relatively stringent standard of

proof (at least "clear and convincing"
evidence), durational limits on confine-
ment (with the ability of a court to

specify a period of confinement short
of the statutory maximum) and the right
to an expedited appeal. At the commit-
ment hearing, the rules of evidence shall

apply and the respondent should have the

right to wear his own clothing, to pre-

sent evidence and to subpoena and cross-
examine witnesses. Ideally, the petitioner
should also be represented by counsel.
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MENTAL HEALTH ISSUES AFFECTING PERSONS ACCUSED OR CONVICTED OF CRIMES

Recommendation 36. Mental Health Services to Prisoners

(a) Mentally handicapped persons incar-
cerated in jails and prisons should have
reasonable access to quality mental health
services which are delivered on a truly
voluntary basis with confidentiality com-
parable to that which exists in private
care. This can occur only if participa-
tion in treatment is unrelated to release
considerations. Medicaid reimbursement
should be extended to include voluntary
jail and prison mental health care.

(b) In order for mental health services
to be truly voluntary and optimally
effective, prisons must first establish
minimally adequate physical and psycho-
logical environments. The Department
of Justice should place a high priority
on allocating Federal grant funds to the
improvement of prison living conditions.

(c) Prisoners from racial or ethnic
minority groups should have access to

mental health professionals from similar
backgrounds

.

(d) If a mentally handicapped prisoner
is transferred involuntarily from a

prison to a mental hospital, the invol-
untary transfer should be preceded by
procedural protections equivalent to

those available in ordinary civil commit-
ment. Indeed, such "commitment-like"
procedures should be followed even before
a prisoner receives involuntary mental
health treatment within a correctional
institution itself.

(e) In cases where a mentally handi-
capped prisoner desires mental health
treatment and where mental health and
correctional authorities concur that
a hospital setting would be appropriate
and beneficial to the prisoner, proce-
dures should be developed for effectuating
a voluntary hospital admission. The
prisoner's good-time and parole opportun-
ities ought not to be jeopardized by the

transfer - in fact, good-time and parole
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opportunities should not be jeopardized
even for involuntarily committed prisoners.

(f)(1) Mental health professionals, as

a general rule, should decline to provide
predictions of future criminal behavior for

use in sentencing or parole decisions
regarding individual offenders.

(2) If a mental health professional
decides that it is appropriate in a given
case to provide a prediction of future
criminal behavior, he or she should
clearly specify:

(a) . The acts being predicted;
(b) . The estimated probability

that these acts will occur
in a given time period; and

(c) . The factors on which the

predictive judgment is based.
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Recommendation 37. (a) Evaluations to determine whether a

defendant is competent to stand trial
should be performed promptly and should,
if possible, be performed in the defen-
dant's home community and on an outpatient
basis. Outpatient dispositions should be
considered in certain instances even for
defendants found, after evaluation and hear-
ing, to be incompetent to stand trial.

(b) A defendant who, because of psycho-
tropic medication, is able to understand
the nature of the proceedings and to

assist in his defense, should not auto-
matically be deemed incompetent to stand
trial simply because his satisfactory
mental functioning is dependent upon the
medication, and should have the option of

going forward with his trial.

(c) Recent proposals by legal commentators
to abolish the incompetency plea (and to

substitute for it a trial continuance and

then a trial with enhanced defense protec-
tions) are deserving of further study.

(d) At a minimum, the limitations imposed
by Jackson v. Ind iana upon the nature and

duration of incompetency commitments ought
to be acknowledged and enforced nationwide.
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Recommendation 38. (a) Laws authorizing the involuntary
commitment of sexual psychopaths and
other "special" offenders (such as

"defective delinquents") should be

repealed

.

(b) Persons who are now being committed
as sexual psychopaths or "special"
offenders should instead be

(1) Processed through and treated in

the criminal justice-correctional sys-
tem, or

(2) Given the option whether to be

treated within (i) the correctional
system or (ii) a therapeutic system in

which the period of confinement would
not exceed the applicable criminal law
maximum sentence.
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BILLS OF RIGHT

Recommendation 39. The President’s Commission should recom-
mend to the legislatures of the individual
States that legislation be enacted providing
a "Bill of Rights" for all mentally handi-
capped persons, both those who are institu-
tionalized and those residing in the community.

Recommendation 40. The President's Commission should recom-
mend to the States that all currently
existing laws establishing rights of

patients, of persons in treatment and of

residents of hospitals, facilities for
the retarded or similar institutions
should be prominently displayed in all
living areas, wards, hallways and other
common areas of all such facilities, and
should be incorporated into all staff-
training and staff-orientation programs
directed to patients, staff, families
and the general public. Explanation of

rights to patients should be clearly and
simply stated and in a language the
patient understands; the explanation
should be read to any patient who cannot
read

.

NATIONAL INITIATIVES IN LEGAL AND ETHICAL ISSUES

Recommendation 41. NIMH and other appropriate HEW components
should establish special offices con-
cerned with legal issues affecting the
mentally ill and the developmentally
disabled, respectively. These offices
should be charged with (1) keeping the

staff of NIMH and HEW informed about
legal and ethical issues affecting men-
tally handicapped persons, (2) providing
continuing advice from that perspective
on program and policy issues, (3) promoting
advocacy on behalf of the mentally handi-
capped, (4) promoting attention to legal
issues in Federal programs for the mentally
handicapped, and (5) promoting interdisci-
plinary exchange.
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Recommendation 42. NIMH and other appropriate HEW components
should fund innovative programs at law
schools and mental health professional
schools or other appropriate institutions
which are designed to develop persons with
policy, administrative and direct-service
responsibilities in both the mental health
and the legal system who will be knowledge-
able about the delivery of services and the

legal and ethical issues involved with
patient care. Financial support should also
be given for innovative in-service training
programs at service facilities which are
designed to provide continuing education
for service providers concerning legal and
ethical rights and for training projects for

lawyers, judges and nonlawyer advocates.
These agencies should also support research
into legal and ethical issues and problems,
such as those highlighted in this report.

L&E 154



1513

APPENDIX B

RESEARCH AND TRAINING INITIATIVES

Listed below, for the reader's convenience, are all the research and

training recommendations found throughout this report:

ADVOCACY

Recommendation 2. The protection and advocacy (P&A) systems
established in each State under the
Developmentally Disabled Assistance and
Bill of Rights Act as of October 1977
should be carefully evaluated and this
approach to advocacy services should be
supported if it proves effective. If it

does, mentally ill persons should either
be brought within the jurisdiction of the
"P&A" systems or else a parallel system
which will represent mentally ill persons
should be established.

Recommendation 3. The President's Commission should support
efforts by which currently existing legal
aid, legal services and public defender
programs and the private bar at large can
more adequately represent mentally handi-
capped persons at every stage at which
such persons have contact with the mental
disability system. These efforts should be
directed at providing a continuity of legal
care and should include, but not be limited
to, the following:

(a) Recommending to the Legal Services
Corporation that it establish a national
support center to assist local offices
in representation of mentally handicapped
persons, and that it run special training
programs so that members of local offices
can effectively and adequately represent
mentally handicapped persons.
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(c) Endorsing legislation which would
mandate the Law Enforcement Assistance
Administration of the Department of

Justice to provide economic, staff and
training support to State and local
public defender and prisoners' rights
programs so as to provide more effective
and adequate representation for mentally
handicapped persons who have been crimin-
ally charged and/or who are incarcerated
in jail or prison facilities.

EDUCATION

Recommendation 7. Colleges and universities must be encouraged
and assisted to train teachers and other
education personnel in methodologies
appropriate for instruction of severely
handicapped individuals and for management
of handicapped students in a regular class-
room setting.

Recommendation 8. States must be encouraged, assisted, and
required, if necessary, to provide training
for parents, guardians, surrogate parents
and lay advocates in the use of special
education due process procedures, as well
as for the hearing officers designated to

conduct due process hearings. HEW should
collect and analyze the transcripts and
records of a representative sample of such
hearings and take appropriate action to

ensure that educational placement decisions
are made after full and fair consideration of

all relevant factors, including the views of

those representing the interests of the

student

.

GUARDIANSHIP

Recommendation 15. (b) Public guardianship statutes should

be reviewed for their effect in providing
services to persons in need of but without
guardianship services.
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CIVIL COMMITMENT

Recommendation 33. (b) The Department of Health, Education,
and Welfare should fund studies to ascer-
tain the differential effects of commit-
ment criteria in jurisdictions which have
adopted different models of involuntary
civil commitment.

MENTAL HEALTH ISSUES AFFECTING PERSONS ACCUSED OR CONVICTED OF CRIMES

Recommendation 37. (c) Recent proposals by legal commen-
tators to abolish the incompetency plea
(and to substitute for it a trial contin-
uance and then a trial with enhanced
defense protections) are deserving of

further study.

NATIONAL INITIATIVES IN LEGAL AND ETHICAL ISSUES

Recommendation 42. NIMH and other appropriate HEW components
should fund innovative programs at law
schools and mental health professional
schools or other appropriate institutions
which are designed to develop persons with
policy, administrative and direct-service
responsibilities in both the mental health
and the legal system who will be knowledge-
able about the delivery of services and the
legal and ethical issues involved with
patient care. Financial support should also
be given for innovative in-service training
programs at service facilities which are
designed to provide continuing education
for service providers concerning legal and

ethical rights and for training projects
for lawyers, judges, and non-lawyer advo-
cates. These agencies should also support
research into legal and ethical issues and
problems, such as those highlighted in

this report.
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REPORT OF THE RESEARCH TASK PANEL: INTRODUCTION AND SUMMARY

INTRODUCTION

In his Executive order establishing the Commission, President Carter envi-
saged an assessment of the research which the Federal Government should support
and plan to further the prevention and treatment of mental disorders, distress,
and disabilities. Essentially our task has been to provide an overall view of

the general "health" of the research related to mental health.

We have looked. We find our fund of knowledge a rich, extensive and

expanding resource that, coherently managed, can increasingly and salient ly
serve the Nation's needs in mental health. The investment in expanding our
knowledge base following World War II has brought skills, technologies, and in-

sights that have entirely changed the prospects of remediation of acute dis-
tress and disorders and for the prevention of complications of developmental
disabilities. Today an episode of despair, a disruption or barrier to optimal
functioning, need not, for many, be a lifetime burden. We indeed are moving
toward finding a grip on the processes, factors, and social practices that im-
pair mental health.

We believe the public should know that there is a capacity and will to get
at root causes and efficient remedies, and that, for problems too long thought
beyond our capacity to remediate, there are many intensively searching and
learning to search. For them, solutions to the problems of alcohol, drug abuse,
the developmental retardations, the health of the ill and the distress of the
healthy, are paramount. The details of this progress were simply not foresee-
able 30 years ago when the commitment to proceed was made. That commitment
clearly demonstrated that useful knowledge is there to be found if we can begin
systematically to approach it. Now we must determine our commitment for the

next decades. The prospects today indicate 'that it is not future progress that
is at issue, but the pace at which we wish to achieve it.

RESEARCH AND RESEARCH CAPACITY^

Research is a tool, a systematic technique for solving problems. Not all

problems require, nor indeed are susceptible to a research solution. Many can
be solved only through an effort of choice and will, a policy decision or the

expenditure of funds or effort. While research often results in creation of

jobs, laboratories, or the development of scientists, these side effects of re-
search should not be confused with the primary goal which is the production of

needed knowledge. To solve problems that are researchable
,

the tools, person-
nel, the equipment, innovative ideas, and resources have to be assembled and
articulated. This is our "research capacity."

This capacity entails a linkage to the knowledge base, to the centers and
institutions in which research is conducted and skilled manpower developed, the

systems for patient care, and the systems for funding and administering the en-
deavor. All these activities are in behalf of the knowledge gain the public
seeks. To bring coherence to these interlocked and interdependent activities,
research management is necessary. Taken together, then, these are the
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components of our national research capacity, and our task has been to review
and assess them for the Commission and report our view of how well it is func-
tioning, and how planning for the future can enhance our capacity to usefully
expand the needed knowledge base.

Essentially, the problem in research is to identify matters of public con-
cern, questions that might have a research solution, and to ask what we know,
how well we know it, what we need to know, and assess whether we have the

~

realistic capacity to come up with an answer. With an objective, with an as-
sessment of the availability of knowledge, we then must come to some linkage of
whether we have the resources and arrangements and tools to do the job. This
"triangulation" among goals, knowledge assessment, and resources is the overall
task of management and policy.

THE PRIVATE AND PUBLIC SECTORS

Our survey of the "anatomy" of the Nation's research is derived from a

study that the panel undertook on the activity levels in mental health research.
Although we found our Nation's information base on these activities woefully in-
adequate, it is clear that the bulk of support for mental health research—about
88 percent— is Federal, and the major portion succinctly relevant to our con-
cerns, centered at ADAMHA (Alcohol, Drug Abuse, and Mental Health Administra-
tion) and its three institutes. The predominant Federal role in mental health
research, while indispensable, puts into striking relief the minimal support
from the private sector. Funds from philanthropies and foundations can account
for little more than $11 million. In support that strengthens our national
research capacity through investments in research manpower development, basic
process research, and clinical investigations, this private sector activity is

minimal

,

While our analysis, both by charge and necessity, focuses on the Federal
role, the real life of research, the source of ideas that really inform science
administrators of what is feasible, come from perhaps 2,000 or 3,000 investi-
gators trained in the social, biological, and behavioral sciences. They are at

work throughout the country in our hospitals and Nation's universities and
health delivery systems, as well as in industrial laboratories. There are sev-

eral thousand clinicians and scientists generating and utilizing research infor-
mation, as well as all the Nation's health care providers and numerous groups
and sectors of the public who utilize the products of research. A prestigious
unit within government's intramural programs and a few State-supported insti-

tutes are also sites of activity. These activities, and the different science

disciplines necessary for an understanding of human behavior, are really what

we have in mind as we focus on our "research capacity" and knowledge base.

RESEARCH CAPACITY: PROBLEMS AND RECOMMENDATIONS

What then of this capacity? It has declined and has been living on bor-

rowed momentum over the past decade of policy neglect. Expanding requirements

of the scope of mental health research, and diminished and unstable levels of

fiscal support, have sapped much of its potential for the future. In a period

of inflation, mental health research was the single area of health research
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that, by 1977, had failed to keep up with inflation, losing as much as 50 per-
cent of funds necessary to produce knowledge. In our Interim Report to the
Commission, we identified these problems, and in the chapter on funding we re-
capitulate their consequences. In essence, the most promising developments
were put "on hold" to conserve shrinking dollars. Fewer people work on impor-
tant problems and their equipment has become dilapidated (without the possibili-
ty of replacement), and the time of investigators is consumed by increased re-
porting requirements and intensive preparation of multiple applications for

short term grant support. The quality and depth of inquiry has been affected
as neither science administrators in government or researchers in the field can
sensibly plan for sustained investigations for needed knowledge.

Counterproductive research manpower policies were interposed in the same
decade, and the capacity to develop minority researchers and young scientists
have been seriously impaired, as has the ’ stability of their mentors and insti-
tutions necessary for this key link in our research capacity. Thus manipula-
tion of a single component in that capacity—manpower development—has brought
further instability, confusion, and decline to the total operation. This is

evident in our assessment of a range of research areas from epidemiology to

clinical investigations, from childhood disorders to the major psychoses, where
analysis showed that the projects waiting to be done required the sophisticated
manpower in place to do them. Research manpower development is the pivot upon
which planning for future resource allocations depends.

In manpower development, we also note a crisis in the negative "climate"
our past national policy has engendered. This especially centers on the impact
of the National Research Service Award legislation on the development of needed
clinical investigations, on researchers, and on minority manpower. We commend
a review of whether this policy is now an efficient instrument to enhance
development and accountability for our research capacity and its institutional
and manpower base. Our recommendations also emphasize a new focus: the linking
of manpower development to needed research and knowledge development. We detail
administrative initiatives for this and other actions, including predoc toral
support and priority allocation of resources to the Research Scientist Award
programs. ADAMHA coordination of research manpower development across the three
Institutes is requisite to maximize this needed and restorative thrust.

In examining the capacity of ADAMHA and Institute Directors to so admin-
ister as to bring coherence to these multiple operations, we identify problems.
The multiple missions of these Institutes add to the intrinsic difficulty in

setting policy directions and allocating resources. The capacity to do this is

also impaired by the lack of information systems and program support that would
allow a clear articulation of goals, procedures, and mechanisms. The data on
research that must then be assessed with competent advice was difficult for

Directors to retrieve. Accordingly, we have focused on the means to determine
sensible continuing policy and planning. Efficient management, stability of

policy, and responsible assessment of the knowledge in hand and the knowledge
that can be gained are important management functions which not only conserve
fiscal resources, but enhance the acquisition of information and discoveries
which the public needs.

We suggest an information and research assessment capacity for ADAMHA so

that science administrators know what the knowledge they have in hand is and
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can do for the overall mission. This can aid them so that they can clearly
articulate this and their priorities, not only to staff and researchers, but
also to the Executive, Congress, and the public. This enhanced research man-
agement facility requires program support.

We note that for the Assistant Secretary for Health there are tasks in
coordinating inter-institute overlaps and gaps that may impair the utilization
of a rapidly developing knowledge base in the brain sciences, developmental and
behavioral sciences, and the problems of children and the aged. We place spe-
cial emphasis on ways by which our research capacity can be enhanced by solving
the problem of clinical bed costs and patient care costs in clinical investiga-
tions so that our service systems can utilize new technologies on behalf of
those in need. Bureaucratic impediments to achieving the epidemiological infor-
mation necessary to gauge the effects of current treatment are also emphasized.
We have no reason to remain in the dark any longer than we need to, nor to sus-
tain practices that are less effective than what can in fact be achieved.

Finally with respect to funding levels, the Commission in its September
report recommended the first repair to a seriously declining capacity—a decline
which otherwise would have caused us to inform the public of diminished pros-
pects for the pace with which progress could be achieved for the future. The
action has been a signal of hope as well as a beginning to stabilize and arrange
to maximize the knowledge gain of the research portfolio of the ADAMHA Insti-
tutes. For NIMH, the parent institute of ADAMHA, the approach to parity with
1969 dollars has begun with the proposal for FY 1979 bringing the Institute to

75 percent of its 1969 purchasing potential, and for ADAMHA as a whole, to

about 95 percent. This action begins to move mental health research capacity
towards a goal achieved in other research areas.

In considering an approach to funding beyond FY 1980 which can assess the

availability of knowledge, the public problems needing research attention, and

allocating the funds available that can be appropriately used, we have noted
six objectives which should first be attained: One is that the deficits in

needed research manpower should have begun to be met and assessed for each of

the major science areas in which progress is deemed possible. Secondly
,

the

repair and replacement of equipment ,
and the opportunity to award adequate

equipment for innovative new grants, should have been accomplished within the

allocations for fiscal 1979 and 1980. Third
,
ongoing projects of high merit

and promise, which have undergone annual reductions, must—where merited—be

supplemented in order for our investment to be recouped in maximal knowledge
gain. Four th ,

program costs for sound management must be attended to. Fifth
,

opportunities for new innovations
,

for taking advantage of clear, viable, and

pressing science opportunities, should be adequately met. Sixth
,
assessment

of the research portfolio should have begun to determine more efficient allo-

cations to program missions according to the feasibility and researchability of

the area and their perceived importance.

Thus in principle, we commend a planning procedure that can get our re-

search capacity back on track. A review of priority allocations can, as a

stable floor for the future is arrived at, provide the basis for estimating
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future support. An estimate we believe to be prudent and feasible has been
made for the needs of the research capacity of 1980 for each of the Institutes.
Procedures for estimating funding and maximizing its effectiveness thereafter
are discussed in the funding chapter.

TOWARDS AN INFORMED AND HEALTHY SOCIETY

The welfare of society requires that we have an expanded knowledge of the
functions of the human mind, the factors that influence its development, and
the human relations and social practices that help maintain it. To approach
our goal of true prevention, this search is linked to the search for the

causes and treatments of mental illness, and the ways of minimizing disability
resulting from it or from developmental handicap. In our assessment of the
state of the health of our research capacity, we were impressed that the aggre-
gation of information and knowledge— the process in which we and, for a much
larger scope, the Commissioners are engaged— is a necessary and healthy proce-
dure. A continuity of this order of focus and assessment is in part what our
recommendations seek to institute—not only because this will maximize the use
of our resources, but also it will help to inform.

Knowledge in our society is power, and an informed society is a powerful
one. None of the activities on behalf of knowledge gain can really proceed
without public understanding and support. The research process, its purpose,
the vitality and hope that is entailed in the search for tools that are excel-
lent and solve problems for people, are activities that depend ultimately on
public sanction. In our very specialized and differentiated society, it is

hard even for experts to appreciate how unwarranted an attitude of discourage-
ment about mental illness indeed is. Nor could we really believe, as our know-
ledge base evolves, and as we move toward a more technologically dependent and
populated world, that a sound understanding of human behavior and its potential
is not essential for a civilized society and its survival.

In brief, we hope for a more widely shared understanding of goals, methods,
purpose, and use of expanding our fund of knowledge. We believe these recom-
mendations on management, funding levels, and manpower can help sustain a co-
herent and stable capacity for research. It essentially requires hope, and
there is evidence for it, and a general commitment that the serious problem-
solving we call research can serve our people. We can maximize our resources
for knowledge gain if we wisely govern this research capacity and its various
component parts.

THE PLAN OF THIS REPORT

In essence our charge has involved both substantive issues—an assessment
of what it is possible to know—and procedural issues— the operation of the
essential components of our research capacity. Accordingly, we have assembled
our findings in four chapters in which we review: (1) the growth and prospects
of our knowledge and special administrative and policy problems; (2) research
manpower as an essential component of our capacity (the fuel for the engine of

R 9



1526

the future) and the link to the institutions developing manpower; (3) research
management and the allocation of priorities and resources; and, (4) funding
levels and approaches to planning for the future.

In supplemental chapters to this report, we provide descriptive, informa-
tive vignettes of basic process research (the neurobiological

,
psychological,

and social processes, essential for all knowledge and applications in mental
health research), clinical problems research, treatment research, social prob-
lems research, social policy, and service delivery research. These illustra-
tive descriptions can convey some of the substantive gaps and opportunities in
this range of activities which in part comprise the knowledge base for mental
health research. A supplemental chapter also provides an "anatomy," the
"terrain" of mental health research support throughout the Nation and within
ADAMHA so that the distribution of funding levels and allocations, and of man-
power development programs, can be grasped.

We find our procedure a tentative beginning. In our deliberations, we
discovered that we lack mental health policy research centers and the potential
for helping to analyze the various problems with which the Commission has been
charged. Thus, we emphasize what this report is not . Given our charge and

resources, this is neither a complete nor comprehensive report^ nor directive
as to exactly what piece of research ought to be done. Neither could we pin-
point with any confidence the entirety of those structural and administrative
issues which currently affect the health of the research endeavor. There are

questions which we view as problematic and for which we could not provide
beginning steps for solution. What we have attempted, after assessing exten-
sive input from hundreds of colleagues both within and out of government, is to

suggest clear and evident problems and mechanisms by which important issues
affecting the well-being of our national research capacity can be better iden-

tified for subsequent solution.
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THE GROWTH, PROSPECTS, AND PROBLEMS OF MENTAL HEALTH RESEARCH

SUMMARY AND RECOMMENDATIONS

For us the growth of mental health research, in its firm place among the
advancing health sciences, and the distinct gains for those in distress, did
not become striking until we realized the gains that had been accomplished with-
in the lifetime of still active investigators. Thirty years ago, the initial
investment in mental health research was made. There simply was no way at that
time to have reported to the public that from mental health research, medica-
tions would be developed that would provide most of those who suffer episodes
of illness not only treatment during their pain, but a better than 60 percent
chance that recurrence of a psychotic disorder was preventable. There was sim-
ply no glimmer of fact that would have enabled us to predict the discovery of

the brain as a chemical and endocrine organ, knowledge of which should lead to

a firm grasp of factors that underlie the human response to stress, to pain,

to addictive processes, and possibly to the disabling anxieties. No expert in

1950 could have foretold that an array of behavioral therapies could be use-
fully and specifically applied to a range of disorders from phobias to obesity,
from headache to childhood autism. Today we are beginning to grasp that the
behaviors that appear hopelessly and chronically disordered can yield specifi-
cally to remedial social skills training. Stimulated by the development of
computers, we can now understand some operations of how the brain functions as
as an information system. And from this, discoveries have shown that reading
disorders in childhood can be precisely identified, treated, and the widening
span of shame and incompetence aborted. And with all these tools in hand, we
are moving from an emphasis on purely custodial concerns to a focus on speci-
fic improvements in treatment and treatment systems ranging from medical to
social, behavioral, and rehabilitative therapies.

That journey, which we may often take for granted in our current concerns
with problems, has established a sound basis for our future trajectories. We
now have knowledge of the basic processes that can continue to be developed
and applied. There is every reason to expect that with sustained attention to

our research capacity, the next 25 years will dwarf the progress in hand today.

There is, then, no doubt that we have the proven capability to push sensibly
ahead in research. It is no longer the case that we do not know what to do

next—or even how to do it. We are able, on the basis of many findings in

hand, to be confident of future progress and useful surprise. Rather, the

question is to plan for the stable development of specialized manpower—the

fuel for the engine of the future, and for the facilities in which they will
work, with wise and sensible allocation of our resources.

Many of the jobs ahead are clear. With all our progress, we know we are
still unable to prevent the initial occurrence of major disorders, the inexor-
able incidence of depression and schizophrenia. In 1979, approximately 12,000
of the 4.3 million persons who will become 18 years old will be treated for

schizophrenia-like disorders. The life expectancy of those with severe depres-
sion or schizophrenia is shortened by 6 or 7 years, and the mentally distressed
add significantly to our Nation's physical health burdens as well. Further,
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the definitive causes of 90 percent of all mental disorders are not known. So
there is a job ahead to do and the know-how and the will to try to do it.

In separate chapters, we report on components of our national research
capacity and actions that can enhance our future gains. Here we discuss impedi-
ments in research which tend to require attention at levels superordinate to
ADAMHA. In reviewing the overarching issues of human experimentation, we note
the need for a new entity to replace the National Commission on the Protection
of Human Subjects in order to provide a continuation of the deliberative process
through which unsolved problems on behalf of the dignity of subjects can be
reconciled to the need of all for improved knowledge on the causes and treat-
ments of their distress. No research instrument is more crucial than epidemi-
ology to public health and safety, or to identifying the antecedent events of
illness and the long-term consequences of treatment. Privacy and confidenti-
ality laws, and failure to distinguish between voluntary and coercive question-
naires, inadvertently obstruct crucial knowledge gain. DHEW (Department of
Health, Education, and Welfare) must act.

Some obstacles to the advance of our knowledge base derive from problems
that interdigitate with actions or initiatives from a wide range of sectors in

government. These range from bureaucratic, regulatory, and reporting impedi-
ments to issues of fiscal management and health policy. Problems of bureau-
cratic impediments are real and costly—not only in funds, but in human energy,
and in the pace at which knowledge can advance. The classic problems of Civil
Service Regulations as inappropriate to maximal excellence and efficiency for

the conduct of research remains an unsolved problem. The tensions between
budgetary concerns and mission concerns have in the past unbalanced our ability
to develop knowledge maximally. Rapprochement in national policy between those
important functions is a goal and a climate for which the administration can
strive.

A major immediate concern is the growing overlap resulting from the excit-
ing pace of advance in knowledge. The need is to capture promising develop-
ments that may fall between and among Institutes so that developments in behav-
ioral and brain sciences, in studies of the normal and abnormal child and the

aged, can be facilitated on behalf of mental health.

Still another transcending issue entails the relationship of health ser-

vices to gains in knowledge. The problems are lack of facilities and resources
to pay for treatment costs in research on clinical problems. The search for

specific treatments, including those that ultimately promise prevention,
requires clinical research. The problem of bed costs reevokes the question of

whether a systematic "tithe" of the health care dollar is not appropriate for

knowledge gains that ultimately reduce the costs in both resources and suffer-
ing. The Federal investment in health costs, not only for Medicaid and Medi-
care, but in the Veterans Administration and in the Department of Defense, is

enormous, and the potential for aiding in obtaining needed knowledge and

patient care research is high. Ways to maximize Federal incentives to State

systems (if appropriately arranged to enhance research capacity rather than
other missions) for advancing clinical research is another option. The pri-
vate sector has a heavy investment in mental health problems, alcoholism, fam-

ily stress, and work satisfaction; these health systems can similarly
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participate in needed epidemiological and clinical investigations. Funding
mechanisms through the ADAMHA Institutes is also a possibility. But the
expenses of bed costs must somehow be solved.

We require mental health services research and mental health policy
research. We also should muster the array of economic, political science, sta-
tistical, epidemiological, and clinical talent necessary for treatment system
research and assessment. Current health policy centers sponsored by DREW do
not have a mental health capability. The Assistant Secretary for Health should
consider these needs when appropriations for health services policy generally
are negotiated. Finally, the problem of stability in the management of re-
search funding entails maximizing the potential of highly productive research
teams. This requires that ADAMHA develop precisely those funding instruments
appropriate to the particular problems it is trying to solve. No single instru-
ment operating across all health Institutes can be efficient or deemed appro-
priate for developing knowledge in mental health or other health areas. This
principle, operating across NIH (National Institutes of Health) and ADAMHA, would
facilitate innovations when needed and would require the coordination of the

Assistant Secretary.

Recommendations :

1. The DREW should clarify the coercive and voluntary
questionnaire "response burden" and serious bureau-
cratic impediments stemming inadvertently from privacy,
confidentiality, and other legislation so that epidemi-
ological research necessary for all public health and

for understanding the source and outcome of major dis-
orders may continue. Funding assistance for special
large scale epidemiologic projects and facilitation of

access to other departments of government with avail-
able records should be undertaken at the level of the

Assistant Secretary.

2. A new entity to replace the National Commission on the

Protection of Human Subjects is needed. It should
utilize the same wide-based deliberative and investi-
gative study process that has been productive in the

past. The Administrator of ADAMHA should initiate
studies on the unresolved points at issue to assure
that the consequences of faulty practices, as well as

proposed remedies, are assessed with respect to costs
and benefits and to gains in knowledge on behalf of
those in distress.

3.

The Assistant Secretary should coordinate inter-insti-
tute assessment of rapidly evolving research important
to health generally and its specific relevance to men-
tal health. Basic brain sciences, normal and abnormal
childhood development and problems of aging, and con-
tinued advances in utilization of behavioral sciences
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in medicine are all entailed. The allocation of new
funds for areas ready for high development but without
a single Institute focus should be of concern not only
too NIH Directors and ADAMHA, but to the Assistant Secre-
tary to coordinate.

4. The relationship of health services to gains in know-
ledge depends on clinical investigations, and these,
in turn, on facilities and reimbursements for bed costs.
From any discovery in the study of clinical problems,
all who receive health care may benefit. For these
cost-efficacious research directions, there is no
systematic tithe of the health dollar to pay for this
necessary research and development (R&D). The Admin-
istrator of ADAMHA should, wherever it is in the inter-
est of enhancing our research capacity, facilitate
arrangements whereby the collaboration of State systems
and the private sector health systems can be achieved.
Guidelines should be developed in which Federal incen-
tives safeguard the necessity for excellent academically
centered research managed with the same integrity
required of the Federal system. The Assistant Secre-
tary and Secretary of DREW should initiate an inter-
Departmental assessment of these problems since the

Department of Defense and Veterans Administration
facilities, patient populations, and budgets, are key
to epidemiologic and clinical investigations on behalf
of all the ill and distressed.

5. The array of funding instruments and their cost-efficacy,
coupled with their impact on enhancing stability, should
be specifically reviewed by the Director of ADAMHA and

the Assistant Secretary. The aptness of instruments to

the problem, to the integrity of institutions, and their

efficiency in enhancing the pace of knowledge—these
require review if there are impediments in implementing
such steps as the ADAMHA find commendable on behalf of

stabilizing our capacity.
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THE GROWTH, PROSPECTS AND PROBLEMS OF MENTAL HEALTH RESEARCH

In just one generation—within the lifetime of currently active senior
investigators— the expansion of our knowledge base has been startling. The
pace and panoply of the advance and its useful application to remediation of
mental disorders far transcends what could have been foreseen in 1946 when
President Truman signed the National Mental Health Act.

There is historical precedent for occasional leaps and periods of precise
steps forward in our understanding. Thus still unmatched—even with the revo-
lution in methodologies and information of the past 30 years—are our predeces-
sor's triumphs with the "Two P's," pellagra and paresis. Prior to the first
World War, a debate had raged for decades as to the origins of general paresis,
a major affliction of body, brain, and person. The careful observation and
clarification of clinical differences between paresis and other major psychoses
first suggested that the disorder might be a separate mental condition. As the

basic sciences of bacteriology and pathology advanced, it became possible by the

turn of the century to identify and isolate the organism for syphilis and to

demonstrate its presence in specific brain lesions. This progression of obser-
vation and application of experimental knowledge led to the clear demonstration
that syphilitic infection was the cause. Subsequently, the Nobel Prize winning
work demonstrating the arrest of lethal paresis by malarial-induced fever ther-
apy led to a major advance in the care of the paretic. An understanding of the

natural history of the progression of the disorder provided an opportunity for
public health measures and for prevention by venereal disease control.
Finally, after World War II, a specific antispirochete, penicillin,
capable of preventing brain involvement, and hence paresis, was identified,

and a major cause of 19th century insanity was under control.

Similarly, for pellagra, an epidemiological observation suggested that it

was not poverty but diet that was related to this frequent cause of mental dis-
order in our hospitals. With the growth of nutritional chemistry, there was
the understanding and observation that led to the breakthroughs of specific
vitamin therapy and to diet as the preventive measure. We must still understand
how vitamin deficiency precisely impairs brain function and we lack adequate
vaccines for syphilis. Nevertheless, true prevention was made possible by diet
for pellagra psychosis and by venereal disease control for paresis. Further,
for those exposed today, there are specific treatments, vitamins and antibiotics,
which prevent the development or progression of the mental symptoms.

We have every reason to expect, with refined diagnosis and with advances
in knowledge, that with prudent foresight in investing for the future we will
continue to segregate subgroups of mental disorders for which different eti-
ologies and highly specific, targeted treatments, and hopefully, ultimately,
prevention, can be developed and instituted.

Nevertheless, there have been distinct gains—not only in selective phar-
macotherapies for depression and schizophrenia, which diminish the intensity
and duration of suffering—but also in secondary prevention: preventing re-
lapses in these major psychoses once they occur. There is, furthermore, sound

evidence that the joint uses of medication and rehabilitative techniques can
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improve both the patient's capacity to organize his attention and to acquire
the social and work skills requisite for recovery. We do have one or two
nearly specific treatments, such as those acquired from the discovery of the
value of lithium in manic-depressive disease. Through our recent understanding
of the genetic control of the interaction of lithium with red blood cell mem-
branes, we are now in a better position to investigate the role that the body
salts (related to lithium) play in brain membranes and their effect in manic
disease.

Not only are the knowledge gains of research tangible, but they occur at
many levels. Research is a tool, a logical system which has been developed to
find the answer to complex questions. Answering one question suggests others
that should be attempted—areas seemingly disparate are found to have common
denominators. It is rather like building an inverted pyramid which, if pro-
perly balanced, ultimately provides a latticework for further understanding.
All of us, for example, were recently surprised that epidemiological research
could unexpectedly link three disorders: Alzheimer's Disease (a presenile
dementia occurring at age 40 or 50), mongolism (Down's Syndrome), and the senile
dementias; certain genetic and biochemical processes are now suggested for
understanding the linkage of these apparently disparate disorders. With such
information to pursue, practical application of the results in genetic counsel-
ing of families can be foreseen.

Psychopharmacology has provided major advances, surprises, and gains over
the past 20 years, leading to the growing structure of our understanding of

mental processes and mental disability. The pyschotherapeutically active
medicines have significantly affected the service delivery system of our Na-
tion— shifting modes of treatment from the far more expensive and extended
inpatient care to ambulatory therapies. Rather than the 1 million patients
which we can estimate would have been in hospitals prior to psychopharmacologic
therapies, there are probably no more than 350,000 now hospitalized at any one

time. However, the current pharmacotherapies lack the efficiency and specific-
ity we really want. Some carry a danger of unwanted and long-term side effects.

Research into their basis of action and into the development of more selective
and safer treatment is a major task of clinical and basic psychopharmacology.
Such a research approach offers not only the promise of the specificity of

treatment— the right drug in the right dosage for the right length of time for

any one individual—but also potentially will provide us with the information
as to why the drug works and therefore in the long run help pinpoint more pre-

cisely the nature of the underlying mental dysfunction.

Sometimes, of course, serendipity takes a hand and a major "side effect"

leads a vigilant investigator down a new path of understanding. Pharmacologic
agents and their side effects, such as that of mental depression associated

with the use of the antihypertensive drug reserpine, led scientists to the

original discovery of the "chemical brain" and many of its crucial transmitters

including norepinephrine and dopamine.

Dopamine, for example, is prevented from exercising its normal messenger

role by the antipsychotic drugs such as chlorpromazine . These medications thus

produce a functional dopamine deficit. Psychotic individuals taking this drug

may experience not only an improvement in their thinking, but a change in their

motor coordination similar to that of the disease "Parkinsonism". It was the
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observation of this clinical phenomenon, tied with the basic knowledge of the

brain's chemistry, that led to the identification of dopamine as the critical
chemical deficit in Parkinson's disease. Treatment of such individuals with
the dopamine precursor (L-dopa) thus in part owes its stimulus to federally
sponsored mental health research. Elucidation of the role of dopamine in brain
function is still ongoing and the activity of dopamine and imbalances to other
chemical transmitter systems are thought to occur in schizophrenia. Investiga-
tion of some of these leads may bring us closer to the disordered chemical
mechanisms in schizophrenia. Here, then, is an example of the latticework of
knowledge branching unexpectedly and in unusual directions, but with each turn
strengthening our understanding of fundamental brain processes and clinical
therapeutics

.

It is the diligent pursuit of this lattice which provides the conceptual
frame upon which we can be assured of productive mental health research in the
future. An example is the piecing together of our knowledge of the "chemical
brain"—an issue of speculation until 14 years ago. We can now visualize the
junction or switch between one nerve cell and the next.

Fundamental for all living organisms are the mechanisms by which one cell
communicates with another. In the central nervous system, the cells are highly
specialized and the gap between them very small. Yet they must communicate to

sustain the complex circuits of the brain which underpin our thoughts, moods,
and behavior. A number of chemical substances produced by the body (biogenic
amines, and more recently the identification of morphine-like peptides secreted
by the brain) have been identified and found to operate at these junctions act-
ing as chemical messengers. On the surface of the second nerve cell that re-
ceives the messenger are specialized regions that recognize and respond speci-
fically to specific molecules. However, the cell sometimes confuses the drug
molecule or a portion of it with the naturally occurring chemicals of the brain.
This is in part how some psychotropic drugs produce their effects. We know also
that at these junctions the cells themselves are responsive to other metabolic
processes such as the transfer of salt and water across the membranes and also
the bodily hormones.

As our understanding of this "chemical brain" has gathered momentum,
numerous insights have been gained. We have a firm scientific base for our
future trajectories. We now know that the action of the antischizophrenic,
antimanic, and antidepressant drugs discovered over the past 20 years differen-
tially affect these chemical transmitters and their receptor sites. The task
ahead is to identify other substances that are known to be present and to

describe the functional organizations of those molecular systems and the cir-
cuits of the brain which they influence and regulate. These "wires" and
"juices" are the basis of the fundamental mechanisms whereby we select and
organize information from our environment. They also, in part, provide one
basis to explain how a human being can become addicted to certain naturally
occurring substances. Thus the brain itself produces morphine-like substances

—

endorphins—hormones so closely related to the narcotics that an elucidation of

their chemical structure and receptor sites promises to provide us with insight
not only to the phenomenon of pain and the body's natural defense against it,

but to a better grasp of the pain and dysfunction of the psychoses.
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This discovery utilized research tools that are now used in a search for
"natural" receptors for antianxiety drugs. Thus there is a likelihood that
brain hormones are naturally evoked during stress and are in relative deficit
in some abnormal states. These are instances of the expansion of our knowledge
base, linking pharmacology, endocrinology, and neurobehavioral sciences. The
way the brain senses the events in the environment and in the body, and in fact
is "primed" by hormones to deal with signals of stress or danger, is new know-
ledge promising important applications for those disorders where deregulation
of responses to stress are key.

Many of the useful psychopharmacologic agents now in use in serious mental
disorders were, during the early phase of their use, confused by the public with
"tranquilizers". It is interesting, therefore, that newer research clearly
shows in man what animal data and psychological studies of attention first in-
dicated—namely that key operations of brain function in the ill are enhanced
rather than dulled by appropriate doses of these medicines. Thus selective
attention to reality— to the real environment— is enhanced and the overactiva-
tion of physiological systems that are geared for emergency response are brought
back into a normal range of reactivity by the medication. With the disordered
filters for attention improved, a schizophrenic patient can better focus his
mental images, less distracted by the internal "static" or overwhelmed by the
environment, and can cope more effectively, better able to use his past learning
and attend to his current needs. Such research is an example of behavioral
scientists combining powerful techniques based on conditioning together with
electrophysiology and brain chemistry—a research methodology which samples
physiological behavior and chemical behavior all at once.

Similar research has shown that the antidepressant medications are not mood
elevators, but rather substances which can perturb the disorganized physiologi-
cal state of the melancholic individual, unlocking the preoccupying grip of

repetitive and anguished thought and permitting attention to return to a more
normal range of everyday activity. This ability to "unlock" the individual
from preoccupying thoughts seems, surprisingly, to carry over to a different
clinical syndrome. Recently, the antidepressants were noted to assist those

with severe disabling phobias— a disorder characterized by dominant and over-

riding fears that restrict the individual's ability to engage in a productive
social life. Here, then, is an example of a clinical observation for which, at

the moment, we have no explanation. But this is the beginning of the formula-

tion of a research question—of the construction of yet another branch of the

potential latticework of our understanding.

In both the phobias and depressions, psychological or behavioral therapies

can be of significant use. There is therapeutic research focused on a graded

exposure to and mastery of abnormal fears through which some patients can learn
tolerance of the fear. Similarly, psychotherapies are being developed and

tested, with some promise. These are directed at the gloomy interpretation of

life which, in escalating fashion, affects the anguish and despair of deep

depression. Other diagnostic and epidemiological studies are directed at

better understanding of initial depressive episodes so that the spectrum from

blues to depression can be better differentiated. Studies indicate we may be

able to identify which persons with initial S 3rmptoms of the blues may be at

risk later in life for the crippling, disabling, and life-threatening depres-

sions. Medical research, too, is involved. Middleaged depressed males are
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found to be at greater risk for cardiovascular disease and death. The effec-
tive pharmacotherapies and somatic treatments do reduce the later incidence of
cardiovascular disability, but we still have to understand why there is a some-
what greater risk even in successfully treated males. Thus the link of bodily
and physical ailments with mental disability has become increasingly an area
for research, as both the health and mental health of those with mental dis-
orders become a clear problem which remains to be solved.

But it is not only linkage with the biological, social, and psychological
sciences which provides the basis for advances in our understanding and ability
to treat. Engineers and chemists have also produced technical advances which
have major relevance for the future of clinical research. Many provide innova-
tive ways of measuring the products of brain function without invading the inte-
grity of the organism. Elec trophysiologic recordings, peripheral blood sampl-
ings in combination with methods of challenging the organism with pharmacologic
agents, provide a new "window" on brain function. From such measures, we can
deduce with some sensitivity the concomitant activities ongoing in the brain
during various behavioral states. Thus disorders which look alike in terms of

behavior, but which differ biochemically, can potentially be identified leading
to better treatment and control of illnesses such as major depressions. What
is relevant in all this work on the biochemistry of brain and bodily regulations
is the fact that we have a firm and expanding scientific base for our future
trajectories

.

Other technical and research advances have made way for an information
processing approach to the study of human functioning. Such insights, which
derive from communication theory and the computer sciences, are applied to and
stimulated by advances in fields ranging from psycholinguistics to the study of

nerve networks in the eye. Examples of relevant areas include cognition, spe-
cial patterning and recognition processes, attentional behavior, short- and
long-term memory mechanisms, strategies for remembering and for representing
information in memory, and the psychological mechanisms involved in understand-
ing language. Reading problems of adults and children essential to development
of cognitive skills have been tentatively analyzed in terms of the stages in-
volved in information processing. Thus we can now understand more clearly how
difficulties in reading comprehension are related to highly specific problems
in the capacity to perceive words and vice versa.

In brief, this approach provides a separation of the finely engineered
sequences underlying perception from more global processes—a separation which
may provide a major new step in our conceptual understanding of reading dis-
ability. This information processing approach may even begin to replace the
time-honored and traditional intelligence test through the use of computer-
assisted measures. Through these an individual's performance and mental tasks
such as short-term memory capacity, or the fine details of attentional beha-
vior, can be assessed.

It is staggering to note that while there are several billion nerve cells
in the brain, the well-educated adult has more information stored in this bio-
logical "computer" than there are cells in the brain. The number of intercon-
nections among the cells of a single human brain is enormous. Our complex en-

vironment and individualistic responses have, then, a broad but designed
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potential upon which to build experience. Thus behavioral and biobehavioral
scientists have begun to find the order and rules regulating the acquisition of
new information, of habits, of memory, and of special learning abilities, as
well as the control of motivational and appetitive behaviors.

This particular field, essentially understanding the laws by which we learn
and process information, has led to one of the major therapeutic revolutions of
our time. In psychopharmacology, empirical therapeutic advances have led not
only to discovery of new substances and mechanisms, but to an enhanced theoreti-
cal understanding of brain function. In behavioral research, theoretical advan-
ces by some of the world's greatest experimental psychologists have led to new
therapeutic techniques. The techniques of behavior therapy and behavior modi-
fication have exercised a profound influence in our capacity to treat a wide
ranging set of disordered behaviors: obesity and anorexia; the addictive dis-
orders involving drugs, alcohol, and tobacco; sexual aberrations; obessive-com-
pulsive neuroses; psychosomatic disturbance; severe phobias and anxiety states;
delinquent behavior in the classroom; social incompetence in schizophrenics;
severe depression; self- injurious behavior in institutional settings; biopsycho-
logical feedback treatments of various somatic disorders; and learning disabil-
ity and hyperactivity due to attentional dyscontrol in children.

Fundamentally these techniques offer the individual a finely tuned analysis
of those elements in the environment and physiology which control behavior.
Areas of mental and physical function hitherto beyond awareness, when properly
attended to, provide the subject with new self-control over those cues in the

environment which had been regulating him. When an obese person can learn that
he simply is not perceiving the bodily signals of satiety, treatment can then be

designed to help repair this specific misperception. Social-psychological re-
search on the role of groups has helped focus attention on the use of self-help
groups that can utilize these learning and training techniques, and perhaps sig-
nificantly expand our support treatments initiated by professional intervention.
This promises cost savings for professionally guided interventions.

There have been many other advances in understanding the acquisition of

behavior—of learning. Many are not only of potential therapeutic importance,
but also provide new paradigms for the prevention of mental disability. An ex-

ample is recent research on the acquisition of social competence through the

technique of peer tutoring and peer interaction in alleviating social maladapta-
tion, thus reducing the impact of developmental disabilities of children. Par-
ents also are being introduced to the acquisition of parenting skills through
the use of behavioral science techniques. Recognition of the importance of

bonding and tutoring in the parent-child relationship and the ability to iden-

tify distinct temperamental differences among children can now guide parental

responses to these differences. Such understanding can significantly and help-

fully influence outcome in growth and development.

Our understanding of successful adaptation to environmental challenge will

be significantly advanced by a broader understanding of "temperament"—that

biological permission which may "preset" the range of environmental input to

which each child by preference (and hence optimally) attends.
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In this vital effort geared to an understanding of healthy children and
the process of development, we have acquired knowledge at both the biological
and behavioral levels as to which factors may inhibit or facilitate growth of
optimal intellectual development and social skills. We are not in the position
to prescribe precisely how different subcultures "should" engage in child-rear-
ing, but we are far better able to understand the elements and bases upon which
learning depends and to begin to estimate how different cultural styles utilize
these capacities for learning and their biological underpinnings.

While it requires severe and dramatic malnutrition to inhibit intellectual
and social maturation of the infant, we know that the nutritional status of the

pregnant mother and various drugs such as alcohol and nicotine foster interfer-
ence with the multiple processes underlying brain maturation in the fetus and
infant. Research in this and other exogenous factors that interfere with the
development of those capacities which the normal adult must have for optimal
environmental coping is still in its infancy. It is an area of promise.

The human organism demonstrates enormous plasticity of brain function. We
find for example from long-term follow-up studies in Central America that depri-
ved and severely undernourished children who had shown maturational lags in

their ability to learn and perform are capable of making up for those lags.

Similarly, brain scientists have described "sprouting" of new connections after
brain lesions. This process and capacity of the brain and its potential in the

repair of damage in the developing brain has yet to be completely understood.
The role of the right and left brain and differential programing of behaviors
dependent on them is being elucidated by cerebral dominance and laterality studies.
Here, too, we are only on the threshold in expansion of knowledge in brain be-
havior linkages.

Today it is consequential for the patient that he be accurately diagnosed.
Advances in diagnostics and in treatment research are beginning to enable us to

identify special populations for whom more specific rather than global manage-
ment and milieu treatments can be directed. We are aware of advances differen-
tiating the various childhood disorders and geriatric disorders. For the latter,
it is increasingly possible to distinguish mental depression from the so-called
senile dementias and to provide specific antidepressant and needed socioenviron-
mental treatments accordingly.

We know today far more clearly than previously that there are unsolved
and major problems in dealing with the different chronic disabilities of the
long-term institutionalized and deinstitutionalized patient. These people de-
serve diagnosis of their special aptitudes and disabilities. Yet from cross-
cultural research we know that some primitive societies appear to have fewer

chronic patients than our more complex ones. We do not as yet know whether the

diminished rate of relapse in primitive societies after an episode of psychosis
is a function of greater toleration of residual impairment, or of genetic or

social factors reducing stress.

From excellent sociological and epidemiological research, we know social
factors play a role, but we do not know if there is an exact role of social
stress inducing the onset of schizophrenia or affective disorder. There are
now a range of new epidemiological and evaluative techniques to assess these
problems. These are relevant, too, to the role of life stress and both

R 21



1538

physical and mental illness. The results to date clearly suggest that life
stress alone does not begin to account adequately for either the time of onset
or the form of an illness. Yet we know this is a fruitful area for research.
Thus what is required is work on vulnerability or resistance to stress in which
both psychological and somatic predispositions and social setting are studied.
The useful effects of life stress and chronic stress also require focus. Fin-
ally, the processes and mechanisms whereby ordinary life stress does its damage,
or is resisted, is a task for psychophysiological

,
neurophysiological, and neuro-

endocrine investigation.

The management of all disease demands an awareness of social and behavioral,
as well as biological perspectives. This is of special relevance in mental dys-
functions, since social and behavioral components most clearly show impairment or
disruption and are key to repair. New epidemiological methods differentiate
within a community the prevalence of clinically relevant disorder from everyday
misery. Studies of the utilization of mental health facilities are identifying
factors such as loneliness and family support which influence who may intensive-
ly seek and use care, and who may find other means of support. While we hope
some day to predict the specific person who is likely to becom.e ill, we do al-
ready know that for some of those who have been ill, well-managed and articulated
aftercare systems allow many to adapt. More research is required to predict who
will do best in which setting. Recent research indicates that social role—or

importance of a person in his family network—may predict this vulnerability
during periods of economic distress. Crisis intervention is practiced to relieve
immediate distress and disorder and evolved out of military psychology in World
War II and thereafter. Yet whether prevention of later disorder is accomplished
is not known. Although our veteran's hospital populations of chronic patients
do not speak for the long-term preventive effect of crisis intervention, they do

provide a data base which has not been sufficiently utilized to investigate the

issue

.

Nor do we know at the moment to what extent early learning success and com-
petent performance "inoculate" against subsequent severe mental disorder. How-
ever, it would seem reasonable to hypothesize that they might. The answer is

important in prevention, for example, of reading dysfunctions in children, with
their implications of an ever-widening band cf incompetency and low self-esteem:
or for children with excessive shyness and avoidance behavior, where it appears
that we can treat them early enough to stop the consequences of such "poor

starts." Perhaps the poorest start is to be found in those who eventually be-

come our chronically ill patients. Here, too, social training techniques deri-
ved from behavioral science have been prescribed as the specific deficit needed

for rehabilitation. Such research not only suggests that we should shift our

attention from custodial concerns to specific and remedial activities, but

promises an understanding of the extent to which skills can "inoculate" against
disability. Only precise research will serve if we are not to be misled by our

hopes. Rather we can hope to be led by reliable and diligent sorting out of

what works, why, and with whom—the task assigned to our researchers in mental
health.

Nevertheless, we still must focus on treatment systems and determine there-

by how to anticipate effects of our plans and technologies. Recent research

advances utilizing samplings of client outcomes, measurements of accessibility
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and satisfaction, and success in maintaining the quality of life of the mentally
ill, now make it more feasible for us to find ways to better organize and deli-
ver mental health services. If useful treatments are available and used, the
next research step is to learn how best to combine outcome measurement and epi-
demiological approaches to assess care system effectiveness, and to bring the
cost of such assistance down to a level that is practical for use in ongoing
research

.

So the impact of all of this research has led to a remarkably changed pic-
ture of how today's mental patient can be approached, understood, and helped,
and how citizens can more effectively cope and deal with their environment.
The details and wealth of the progress could not have been foreseen three de^-

cades ago when President Truman signed the Mental Health Act. But the nature
of the investment was known, the chances for payback were good—and so it has
proven to be. Since 1955 we have seen advances in our understanding of mental
science potentially as significant to our public health as the successful elim-
ination of the "Two p's," pellagra and paresis. And the web of understanding
grows stronger daily. We now have a small cadre of scientists caught up in its

enthusiasm. It is a time for cautious optimism regarding our future understand-
ing of the brain and psychosocial sciences. They will assist not only in

strengthening our ability to treat mental illness, enhance normal development,
but also provide us with new paradigms to achieve the goal of primary and sec-
ondary prevention.

PROBLEMS IN MENTAL HEALTH RESEARCH

The previous overview (and the supplemental chapters to this report) is

only illustrative, conveying the sense of progress which every recent major
evaluation of our mental health research has observed. There has been a vast
change in both our knowledge about mental health and illness and in our ability
to develop and apply new techniques and technology on behalf of the disabled.
These advances have been in the biomedical as well as the social and behavioral
processes that determine behavior. They could not have occurred without the sup-
port and sanction of the concerned public. They demanded a high level of scien-
tific and methodological expertise in the hands of investigators who can grasp
and test new developments, and meaningfully collaborate with the different sci-
ence disciplines.

It is not so much that we do not know what to do next—or even how to do

it—rather the central problem is the stable development of the specialized
manpower, the facilities in which they will work and, perhaps most important,
the wise and sensible administration of the monies that our society can afford
to make available. These are issues to which we have devoted major chapters.
They are related to the Federal Government's investment and concern for a sys-
tem of problem solving—our national research capacity.

In perspective, we have no doubt that we have the proven capability to

push sensibly ahead in research. There is a sound prospect of both present and
future knowledge that can be available and more efficiently available to those
in need. Yet there is no question that some have doubted—more properly not
examined— the sound evidentiary basis for these prospects; others have simply
not had them in focus. Thus, a decade of inattention has left many problems

R 23



1540

in its wake. While some may be satisfied with our progress and its rate, it is

clear to us that the war is not over.

We have examined the major issues whereby management, fiscal, and manpower
issues can be grasped in some detail in other sectors of this report. There are
however, some problems and impediments in research which transcend convenient
categorization and which we highlight below.

Among the overarching problems of societal concern are: (1) reconciling
needs for confidentiality and privacy for the individual and gaining adequate
information through epidemiological research that is absolutely requisite for
an understanding of disease and the effects of treatment; (2) issues of human
experimentation and the problems of a variable capacity for consent. These re-
quire attention and can only bear fruit if there is a collaborative venture be-
tween citizens and scientists.

We will identify a second category of problems. These derive from the ele-
ments of our research capacity that strikingly interdigitate with the actions or

initiatives from a variety of different sectors:

1. A climate or atmosphere that fosters research innovations and advances
is set by Executive policy and Congressional foresight. Thus we note the impe-
dimenta of regulations, the conflict between budgetary concerns and mission con-
cerns, the Civil Service and its consequences to the overall aim of economically
and efficiently achieving gains in knowledge on behalf of the public.

2. Developing and sustaining the generative machinery for both basic and
clinical problem-focused research requires attention to facilities and costs on
behalf of advancing clinical research, involving (a) State support, (b) private
sector activity, and (c) the Veterans Administration. These require attention,
as do new developments that overlap Institute missions.

3. Finally, there are some requirements in the technology transfer area
which deserve a brief note because they highlight the importance of health ser-
vices research, as well as the need both for funding instruments and stability
of funding as a principle and as an aid to reducing obstacles in both the nature
of research to be undertaken and the pace by which knowledge can be brought to

our public.

Confidentiality and Privacy :

Exciting advances in epidemiology are reported specifically in supplemental
chapters. This approach is necessary for an adequate picture of the scope and

boundary of mental dysfunctions, and as a technique for identifying possible

causes or factors that prevent or impair disability. It also is an essential

method of identifying antecedent events that may be causal, as well as assessing
the consequences of a disorder or of a treatment over a period of time. To

understand the significance of anxiety or depression, or dysfunction, today, we

have not only to identify who is at risk through studies of antecedent events.
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but assess consequences of today's dysfunction longitudinally. The methodolo-
gies depend on access to records, and this in turn entails impeccable safeguards
for personal privacy.

The Assistant Secretary and the Privacy Commission are aware of the fact
that legislation directed at the misuse of credit ratings and other abuses had
not foreseen the impact on essential research. We commend a focus in the PHEW
on continuing the ongoing clarification and remedy of serious regulatory and
bureaucratic impediments to knowledge related to these problems .

Since both the public concern over long-term effects of exposure to envi-
ronmental and chemical factors, as well as a basic grasp and discovery of spe-
cific diseases depends on epidemiological methods, higher levels of government
must attend to the problem. We also recommend funding assistance for special
epidemiological projects which are sometimes costly and require a long span of
attention by the investigative team. Many special survey and epidemiological
projects require as well facilitation by different departments of government.
These rarely have an incentive to collaborate in research which is not their
mission. The Assistant Secretary and Secretary should be prepared to help open
the doors for these projects, and to receive from Institute Directors recommen-
dations about meritorious work that transcends the usual Institute grant commit-
ment and help with appropriate funds and mechanisms for important new knowledge.

Human Experimentation :

The problem of human experimentation has been one of national concern in-

volving not only legal advocates, but physicians, ethicists, and all of us con-
cerned with human dignity and rights. The National Commission for the Protec-
tion of Human Subjects has undertaken serious and steady examination of this

range of problems. It has been an evolving deliberative procedure. In every
research institution, similar mixes of lay and professional deliberations are
undertaken in institutional review boards (IRB).

The National Commission for the Protection of Human Subjects has clarified
many issues such as the difference between risk and inconvenience, and the

principle that aspects of treatment often involve "nonvalidated practices,"
(but with the intent and reasonable probability of improving the health of sub-
jects). This modifies the frequently faulty distinction between "treatment"
and "research". Thus for children, the Commission sanctioned research if the

risks were no greater than those normally encountered in their daily lives or

in the routine medical and psychological examination. Most current investiga-
tions in mental health involve recordings of the EEC (electroencephologram)

,

blood or urine samples, interviews and procedures, inconveniences, that are en-

tailed in diagnostic and therapeutic practice. The local IRB must now approve
each and any specific investigation with respect to benefit to the patient and

the gravity of his condition. This evolving deliberation begins to clarify in

each specific instance the kinds of research which are necessary if we want to

understand the cause of disorder and thus improve the treatment of those who
suffer.
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The Commission has clarified the distinction between the consent from
(largely composed to portray the worst possible negative circumstance for medi-
cal-legal purposes) and negotiations around consent. For the mentally disabled,
the latter remains a problem to be resolved.

Even though the Commission has been discussing the issues of autonomy and
"paternalism," a "consent auditor" has been recommended. This raises several
issues. The great majority of patients who become involved in research have
not been assessed as to whether they would welcome third parties deciding for
them whether they participate in research. Also, the construct fails to take
account of the "research alliance" between patient and doctor. This alliance
has received intensive study in psychiatric research. In addition the concept
fails to distinguish among patients and their right to choice. It should not
be forgotten that many bid to be treated in State or private research facilities
precisely because the quality of concern and the care are perhaps of the higher
order. At this point, with the IRB charged to consider when and whether such
auditing is in fact interposed, the process is open to judgment of the specific
situation.

The Commission moved from an inflexible and inapplicable (an invidious)
definition of the "mentally infirm" to a position permitting more precise ex-
amination of the problems. Originally, alcoholics, retarded children, fur-
loughed mental patients, were "mentally infirm" simply on the basis of legal
residence. Nov7 definitions begin to take into account the dignity and differ-
ences of the varied situations and capacities of persons in real life, while
providing safeguards against inadvertent institutional coercion. This does
not mean that all points relating to trust and consent have yet been clarified.
We believe, then, that this is an evolving deliberation and that human dignity
is best served not by sensational overreactions, but by a careful sorting out
of the component problems.

The National Commission is due to disband in April. This is unfortunate
since the procedure used has been the key to the productivity of this entity.
The HEW Task Force on the Compensation of Injured Research Subjects (January

1977, No. OS-77-003) has also been a productive process with useful recommenda-
tions. Thus while we know few research subjects in fact are injured, those who
aid the ill by participating in research should, as with out Nation’s soldiers,
be fully compensated. But there are nevertheless unsolved ethical problems
including the use of placebo requiring deliberation. It is critical that fur-

ther definitions of criteria for research participation in cases of mental dis-

tress (either from physical or mental disorder) continue to be refined. While
all the major professional research societies have provided position papers and

analyses and worked intensively in these areas, and should continue to do so,

no entity is in sight to replace the National Commission.

With the belief that the dignity of children, the distressed, and the dis-

abled entails in real life have (as well as in principle) variable capacities
for consent, and that their disabilities cannot be cured or avoided without
investigations, we suggest the President’s Commission propose an entity to re-

place the National Commission on the Protection of Human Subjects. It shouT3~

utilize the same wide-based, deliberative and investigative study process that
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the National Commission employed. Further we recommend that the Administrator
of ADAMHA initiate studies of the many unresolved points at issue which, while
independent, can be of aid to a new entity and to Institutional Review Boards .

The purpose is to help assure that the consequences of faulty practices, as well
as of their proposed remedies, are thoroughly assessed with respect to costs and
benefits and to gains in knowledge on behalf of our afflicted and those who
will follow them.

Some Special Bureaucratic Impediments :

The unpredictability of regulations, the increase of reporting requirements,
and other impedimenta of bureaucratic administration of research, produces a very
serious clogging of the entire enterprise of generating new knowledge. It in

turn adds seriously to costs. The instability of expectations seriously erodes
our research capacity. All stem in part from other inadvertent consequences of

policy at the highest levels of government and from Congressional action over the

past decade. While they may be reflected in science administration and research
management within ADAMHA and its Institutes, those issues are separately dis-
cussed in subsequent chapters.

Issues of regulatory or accounting and reporting impedimenta to the pace
and efficiency of research do require Presidential directives, the strongest
initiatives by the Secretary of DHEW (such as the current "Operation Common-
sense")

,
and the foresight of Congress in both repairing the problems in place

and in preassessing impact on our overall research capacity when it is truly
necessary to pass new legislation. While the Federal commissions are at work on
this overall problem, we urge a sustained and serious attempt both to catalog
and assess the problem as it affects research.

One clear action from our vantage point lies in the hand of the Executive.
A rapprochement in national policy between budgetary and mission concerns is a

goal and climate for which an Administration can strive. The substitution of
budgetary judgment as policy on scientific mission which characterized the past
has been partially accountable for the problems of science administration of

the present. A balance between the regulations having to do with necessary
fiscal control and accountability and "quality assurance" for the pursuit of

the most efficient scientific approach to knowledge is a worthy aim in execu-
tive leadership and legislative activities.

The array of issues involved in operating a Federal bureaucracy in science
under Civil Service regulations are serious and real. Nor is it apparent who in

government—or outside—can saliently analyze and formulate remedies for this
and an array of regulatory problems. In the aggregate, they erode human will,
the effort of scientists to produce needed knowledge, and to a major extent are
the equivalent of rampant inflation in terms of cost and efficiency in our re-
search capacity. In brief, if we decide we must afford these impediments, they
will continue to add far more to costs than we are currently investing in re-

search. We realize that none of these issues are news. Yet in another sense,
when we must be frugal with resources while high in hopes, these problems are
not news enough!
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The Evolving Science Base and Organizational Consequences :

The basic biological, behavioral, and social sciences in mental health are
icnreasingly providing research approaches for all health institutes, and "Be-
havioral Medicine" has been receiving increased support from NIH. It may be
increasingly difficult for a single focus in one institute to integrate and
assess the opportunities for resource allocation in basic process areas. Con-
versely, areas of relevance— such as mental health—may fail to detect, capture,
and utilize the expanding knowledge base on behalf of its mission. In part,
this is a science management problem of detecting advances and allocating pri-
orities for which ADAMHA has a heavy obligation. Without an entity for a range
of social problems, increasing demands on the ADAMHA budget can be expected,
while areas such as the normal and abnormal development of the child or prob-
lems of aging fall between Institutes. In the rapid advances in the brain sci-
ences, there has not been a sufficient response on the part of all Institutes
that should be involved. Thus 65 percent of high priority but unfunded grants
in NINCDS (National Institutes of Neurological, Communicative Diseases and
Stroke) were in basic brain sciences, and only the highest priority grants are
paid out of NIMH. This problem in resource allocation and focus on promising
science could benefit from coordinating the efforts of the Institutes. The
Assistant Secretary should convene NIH and ADAMHA to review the adequacy of

allocations in these developing basic process areas that are at this point key
for the next and ready step leading to advances in mental health research, and

facilitate inter-institute assessments and information exchange.

Problems of Clinical Investigations, Facilities, and Bed Costs :

This is a transcending issue because it entails the essential relationship
of health services to gains in knowledge.

None of the people who are afflicted nor their families can or should be

content with the knowledge we have in hand for treating disorders that we cannot
prevent. This requires serious examination of what can advance the effects of

available treatment and the development of new and more effective treatments.
This in turn entails both health services research and clinical research. The

latter involves an understanding of the biochemical, endocrine, neurophysio-
logic, and neuropsychologic dysfunctions in mental disorders, and their patho-
physiology. It also requires studies that determine the mechanism by which
treatments work in order to design specific aid for the individual patient.
This may involve studies of communication, information processing, social skill

learning, and the like. For example, we would not have been able to anticipate
that severe depressions in different individuals would have a different biochem-

istry which could be most efficiently treated by a specific pharmacotherapy if

we had not undertaken clinical investigations. Nor will we be able to determine

the causes of "treatment resistant" cases without measures of the absorption and

blood levels of psychotropic drugs, which are beginning to point the way to

successful treatments. In the future, it is likely that some of these patients

will be found to metabolize medicines differently than most and that would lead

to effective remediation. Knowing that the chronic mental patient is biochemi-

cally different than he was in his acute phase provides a basis for discovery
of effective pharmacotherapy in conjunction with rehabilitation and social

R 28



1545

learning theory. These, then, are some of the compelling reasons to attend ser-
iously to clinical research. They are the basis, as well, for the concerns
noted in our chapter on manpower, where it is noted that needed clinical inves-
tigators are a serious deficiency in current policy.

The impediments are a lack of facilities and resources to pay for treatment
costs. In part, the necessity to have specially trained research nurses and
staff could be accommodated by increased funds that are available (rather than
disallowed) when promising investigator-initiated projects are approved. The
costs of clinical research have often inclined review bodies to pass the non-
fiscal buck to the sponsoring institution. From research discoveries in clini-
cal investigations, all who receive health care may benefit. They are cost-
efficacious. Yet there is no systematic tithe of the health dollar to take this

matter into account. But we commend this to the Secretary of PHEW as a system-

atic problem to be investigated alongside considerations of costs of care .

State Support for Clinical Research :

The immediate issue of available clinical beds is indeed hampering the ad-
vance of knowledge. Increased allocation of funds in State mental health sys-
tems might contribute and thereby enhance our research capacity. We do not en-
vision that the States which are reducing dollars allocated to training and re-
search (see the supplemental chapter on the anatomy of research support) are in

position to act without Federal stimulation. Yet, it is in the interest of
various regional areas and any State system to enhance the welfare of its citi-
zens. Thus to maximize the resources that must in any event be deployed to

patient care and clinical bed costs, and to achieve a link of some of these with
the talent resources in academic centers, is a viable option. The fact that
researchers in academic centers are in touch with the range of sciences which
the mentally ill need, requires that such centers be the major site of research
activities and that academic procedures in research not be disrupted.

Other provisos have to do with the State attempting to solve many other
pressing problems with this kind of academic collaboration—continuing education,
manpower training, and high quality staff. Federal stimulation should not be in
the service of enhancing a State research bureaucracy, but rather maximizing the
potential for excellence that could serve out citizens. We recommend that the
Commission ask the Administrator of ADAMHA to develop possible guidelines in
which Federal incentives might be offered and in which the safeguards necessary
for excellent research, managed with the same integrity required of the Federal
system, are clearly stipulated.

Private Sector Support for Clinical Research :

HMO's (Health Maintenance Organizations), many medical centers, and practi-
tioners have in treatment populations which, with facilitation by ADAMHA, could
be relevant to ongoing clinical and epidemiological research. The private sec-
tor can also participate in the problem of bed costs. Industry and unions, in

which the costs of mental health problems and absenteeism and productivity are
considerable, have reason to invest in a range of therapeutic programs such as
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alcoholism, family stress, as well as treatment for depression and the like.
Similarly, where facilities are available, there may be incentives to provide
some support for clinical beds. More likely support might be funneled through
pharmaceutical industries to a third and neutral agency for disbursement to en-
hance the capacity for the development of new treatments. Since costs would be
passed on to the consumer, we again come to the principle of whether or not
third party support—a tithe on the health dollar—would not be the most direct
mechanism.

Veterans Administration and POD (Department of Defense) Support for Clinical
Research :

The Veterans Administration spends approximately $3.5 million (out of about
$100 million in research) on mental illness research (and about $9 million
on all behavioral science research). One-third of the beds and about 5 percent
of the research expenditures are related to mental illness and mental health
problems. Not only enhanced investment in this area but the opportunity for top-
flight investigators to bid for access to clinical beds might be a mechanism
v?hich would expand our research capacity.

An initial assessment of this should be undertaken by the Administrator of

ADAMHA and carried through to the Secretary to arrange colloquy. The Veterans
Administration has participated with NIMH in multihospital studies of great im-

portance in establishing the efficacy of various pharmacotherapies. Colla-

boration with ADAMHA grantees on clinical investigations that VA staff is not

able to mount, may be feasible.

Finally, the Department of Defense has a $3 billion health-care responsi-
bility and could participate in epidemiologic research.

Health Services Research and Technology Transfer :

Attention to technology transfer is in part facilitated by health services
research. The task is to foster wise investment in our most effective current

technologies which, in turn, can be utilized by service systems. Here, we

note that current DHEW funded centers, health services, and policy, do not

have a significant mental health capability. Mental health service and policy
centers should be located in academic centers that are capable of mustering
the array of economic, political science, statistical, epidemiological and

clinical talent necessary for the task of enhancing both the policy and

empirical studies required in treatment system research. If these are not to

be funded by the Health Services Administration and would be more efficiently
funded through ADAMHA, then these arrangements should be taken into account by

the Assistant Secretary in the preparation of budgets.

Special regional facilities have been frequently suggested as funding in-

struments either for technology transfer or for carrying out research in special

areas such as clinical psychopharmacology. Provider manpower could attend these

centers to acquire updating and continuing education. While we have not
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systematically assessed the various devices by which information is utilized and
disseminated, other instruments than information centers and clearinghouses with-
in Institutes have been utilized at ADAMHA. Thus the reinstitution of Summer In-
stitutes for cross-disciplinary training to keep both experts and trainees
abreast of the evolving knowledge base and methodological and technological ad-
vances is recommended. Similarly, colloquia, international investigations, the
use of networks of practitioners in treatment research, and of consortia for

investigators to construct knowledge for new approaches—all are cost-effica-
cious techniques which have been reduced in the general slowdown of mental
health research and at times by administrative regulations. All help enhance
the flow of information among researchers, practitioners, and the public.

Finally, the private sector, the media, and professional groups must play a

strong role in education about advances in mental health. While government can
stimulate the assembling of information, a monopoly of command over the dissem-
ination of necessary and vital information—although often desirable— is a dis-
tinct danger for a strong democratic society and the vigor of its science base.
We believe this is a serious enough overarching issue for philanthrophy and tax
law, as well as the public, to keep constantly in mind.

Stability of Support :

The array of funding instruments and their cost efficacy, coupled with
their impact on enhancing stability, should be specifically reviewed by the Di-
rector of ADAMHA and the Assistant Secretary. What is required are longer term
support for programs of excellence, and for maximizing the power and potential
of highly productive research teams. In assessing funding instruments across
different fields and Institutes, one should be wary of generalizing. We believe
the ADAMHA operations suffer, in some part, from their separation from NIH. But
it is equally important to recognize that appropriate instruments are appropriate
to the developmental status of the field and to the problem which must be solved.
Thus funding instruments should be vigorously assessed as to their aptness to

the field, their impact on the integrity of institutions and the facilities car-
rying out the research. This is signal enough for the ADAMHA Administrator to

pursue and to identify issues which require action at the level of the Assistant
Secretary or higher.

The Job Ahead :

All of these suggestions are in the service of enhancing the knowledge gain
that we see in hand and can foresee for the decades ahead. They are also in the
service of enhancing the pace at which knowledge can be gained and its efficiency
We have to assume that all are aware of the decline in fiscal support over the
past decade. What we emphasize is that the instability and inefficiency are re-
lated not only to the level of fiscal support, but to a wide range of policies,
regulations, and legislative initiatives. The highest priority for planning and
functioning is stability of funding and coherence in management.
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The War is Not Over :

Whatever level of support or efficiency in management can be arrived at,
or satisfaction felt with our present information and treatment, we cannot re-
port that the war is over.

Thus the incidence of new cases of mental illness has not fundamentally
changed in over a century. Far larger numbers than presently require care can
confidently be expected to be overloading our major institutions and health care
systems over the next decade. While with current knowledge they will be better
treated than was possible 30 years ago, the afflictions of mental illness and
impaired functioning are omnipresent in our society.

Currently 1 in 10 of our citizens—approximately 20 million Americans (af-
fecting 25 percent of all families)—suffers at some time from some form of men-
tal illness. The results is more patients in our hospitals receiving treatment
for mental disorders than for any other single illness. In addition, in any
given year, as many as 15 percent of adults, aged 18 to 74, may suffer signifi-
cant signs of depression. More than 2 million Americans alive today will exper-
ience some degree of disruption in their lives as a result of ' schizophrenia

,
and

approximately 9 million of our population are alcoholic. The life expectancy is

distinctly decreased for even the recovered mentally ill, and 6 or 7 years are
lost for those with depression or schizophrenia. While we have 35,000 suicides
annually, these do not account for this vulnerability to mortality. In addition,
an excess of early deaths are found particularly in disorders of drug abuse and
alcoholism. Recent work with children and adults has shown physical and mental
disorders to be highly correlated, and persons with psychiatric disorders seek
more medical care than do the psychiatr ically healthy. The number of children
in psychiatric inpatient facilities increased by more than 30 percent between
1963 and 1971. For those who will become 18 years old in 1979, approximately
12,000 will be treated in inpatient and outpatient facilities for schizophrenia
and schizophrenia-like disorders. These illustrative statistics combined with
the rather sobering fact that the definitive causes of 95 percent of all mental
disorders are not known, and 30 to 40 percent of those termed "cured" cannot be

prevented from experiencing recurring illness, highlights both the breadth of

mental health research needs as well as the social importance of the endeavor.

It is "cost efficacious" to invest now to save later. With both the need

for some stable level of activity in solving mental health problems and the re-

search opportunity to do so, we will examine the consequences of funding levels,

manpower and management on our research capacity and thereby assess problems to

be solved and a mode of approach toward them.
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RESEARCH MANPOWER DEVELOPMENT: POLICY DISARRAY

SUMMARY AND RECOMMENDATIONS

At whatever fiscal level we maintain our national research capacity, it

will always require the entry of able new investigators. These must work "gen-
erationally with stably situated junior and senior research mentors who work
within institutions in which the range of basic and clinical sciences are aggre-
gated. These organizations must provide sufficient stability for the genera-
tional process to continue to evolve.

In no other sector of our assessment of the Nation's research capacity have
we encountered such a unanimity of agreement. The diagnosis is that research
manpower policies and their management are in disarray. Both the climate and

the tools for recruiting and developing new talent and ideas are perceived as

dismal. The talented young, looking ahead, have lost the conviction that society
values the endeavor of expanding our knowledge base on behalf of mental health
and illness. President Carter has noted the general decline of faculty members
who are scientists and who are also young. He said that in the future"... we
have a problem on our hands unless we take strong action. ... We want to make
sure that the climate for research and development in our country is enhanced."

We find not only confusion, but an inability of institutions, trainees and

their mentors to plan, innovate, and develop the education and skill acquisi-
tion needed to gain new knowledge. From minority research to epidemiology, from
childhood disorders to the major mental disorders, there are advances in methods
which make the "next step" in research possible. What is missing is the skilled
manpower to undertake the work that awaits doing.

We find national policy out of phase with the opportunities and needs in
mental health. Our current progress is based on borrowed momentum of the 1950 's

rather than a steady and articulated input of new manpower. The National Re-^

search Service Awards Act (NRSA) regulates most research manpower development.
It undercuts and underfunds institutions, too rigidly defines research training
content and mechanisms, and is based on a payback philosophy that is out of
phase with mental health research trainees-who indeed "payback" when trained. A
rational approach to research manpower development appears possible with leader-
ship from the Executive, Congress, and health administrators.

ADAMHA leadership in coordinating policy across the three Institutes can
help. The first task is to stimulate programs that have been missing, and the
prompt use of more flexible regulations that will accomplish what the public
wants, and the knowledge base needed. Programs for minority researchers must
and can be immediately enhanced and inflexible rulings changed. More flexible
mixes of interdisciplinary training with clinical training should be provided
so that the tools of scientific relevance can be brought to clinical problems.

Research manpower programs have not been the job of Institute administrators
who are most closely in touch with research needs and advances. We recommend
that research manpower development should henceforth be attuned to the various
pressing but different purposes for which new knowledge is needed. Thus the
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chronic neglect of clinical investigations and manpower for it is a striking lag
affecting patient care. The lag of response to this deficit is attributable to

the failure to assign responsibility to NIMH administrators capable of perceiving
the problem in terms of the research that has to be done.

One of the key programs to our "generational" development of personnel—the
Research Scientist Award Programs—should have a priority allocation of new funds
since the awardees are necessary both for development of new personnel and for

research leadership. Other steps can be taken toward providing stability for

topflight scientists who work at various levels of development within institu-
tions .

The NIAAA (National Institute on Alcohol Abuse and Alcoholism) and NIDA
(National Institute on Drug Abuse) programs have been narrow, limited, and ir-

relevantly overstipulative in their requirements. These Institutes have not suf-
ficiently shared with NIMH the task of supporting manpower development in the
basic and applied areas that are in fact fundamental to most of the work in sci-
ence of all three Institutes.

The evidence of disarray is not to be found in the rhetoric or anguish of

professionals. Rather, it is evident in the clear documentations of a deficit
of needed young personnel to fill gaps in the now developing mental health sci-

ence areas, areas that promise a tangible gain for the underserved and distres-
sed who most need it.

Recommendations

:

1. A careful review of the program and consequences of the

National Research Service Award Act should be under-
taken. If such evaluation raises doubt about the via-
bility of the present legislation, repeal should be con-

sidered and substitute means of providing accountability
undertaken.

2. If, following such evaluation, repeal is not indicated,

we suggest changes in the present act to reflect the

importance to the field of clinically relevant investi-
gations .

(a) There should be a regulatory or legislative redefin-
ition of clinical-experimental mixes so that inves-

tigators from various fields can be trained in a

multidisciplinary approach to fill gaps in the know-
ledge base.

(b) These mixes should be permissible and encouraged at

both predoctoral and postdoctoral levels. Predoc-

toral support is the key to developing minority
researchers in social and psychological sciences.
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(c) Programs should be available so that Ph.D. re-
searchers in biology or experimental psychology
may acquire needed clinical knowledge and con-
versely, so that clinical psychologists may have
access to special research areas in which tech-
niques and methods learned can be applied to

clinical problems. Predoctorals in clinical
psychology are needed.

(d) Applications from the field for innovative pro-
grams combining these features should be en-
couraged.

(e) Present mandatory proportioning of predoctoral
and postdoctoral awards does not take into account
the special needs, practices, and contributions
from the subareas of psychology and the social
sciences. Regulatory or legislative changes
should be introduced to make allowance for these
differentiated needs. A science based clinical
psychology requires predoctorals.

(f) Manpower development funding mechanisms must be
revised to more realistically reflect the need for

both stability and continuity of teaching and
laboratory costs.

3. To respond to the urgent requirement for increased re-
search participation from minority groups, regulations
permitting predoctoral support for these groups is im-

perative. A MARC (Minority Access to Research Careers)
program should be developed.

4. Research program managers at ADAMHA Institutes should be

more involved in initiation, administration, and develop-
ment of needed research manpower. This will encourage
more effective dovetailing of needs with resources and
can be carried out by the action of ADAMHA and its Insti-
tute Directors.

5. Medical scientist training programs (M.D.-Ph.D.) should
be funded by ADAMHA to develop excellent biomedical
investigators with the multiple skills needed for men-
tal health and illness research.

6. To enhance the RSA (Research Scientist Award) program
and thereby excellence and stability of manpower, we
recommend that:

(a) It should be a priority area for resource allo-
cation.
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(b) Restrictions on eligibility for competitive re-
newal should be removed.

(c) The period of support for any one term should
range from 3 to 7 years with core research costs
awardable

(d) All three Institutes should be more vigorously
involved, and coordinated by ADAMHA.

7. Given the rapidly expanding knowledge base, there is an
emerging need for special attention and funding in the
area of ongoing education. The opportunities for skill
and technology acquisition provided by summer institu-
tes, S3nnposia, etc., should be supported and expanded
as a cost-efficient method of allowing investigators to

keep abreast of new developments.

8. The VA (Veterans Administration) career programs for

investigators contain only six psychologists and six
psychiatrists out of 200 awards. Only 10 million of

100 million research dollars are related to mental
health. The National Academy of Sciences' review of
the VA recommends that with one-third of its patients
with psychiatric disorder, this is an inadequate use
of VA research and manpower development resources.
We believe the Commission should endorse that report.

The President could ask for its implementation.

9. Research manpower activities of the three Institutes
require ADAMHA coordination for quality control and

appropriate participation of all Institutes. NIMH
has borne more than its share of the task.
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RESEARCH MANPOWER DEVELOPMENT: POLICY DISARRAY

POLICIES OUT OF PHASE

The total impact of the "package of manpower policies" of the past 7 years,
coupled with the effects of the highly constrictive National Research Service
Award Act (under which research training now operates), has reduced the numbers
of Ph.D. students willing or able to seek research careers, essentially elim-
inated minority students from all Ph.D. programs related to mental health, en-
couraged scientists capable of 'working in basic behavioral and psychological
processes to leave the field, and further diminished the realistic opportunities
or incentives for psychiatrists to enter the research field.

This is untimely and out of phase with the remarkable start which had been
made. A research manpower deficit was perceived two decades ago, and in re-
sponse, programs were initiated. The results have been apparent. Skilled man-
power was in place and beginning to produce. Their momentum—provided by the
farsighted policy of the 1950 's—carries the present progress. The beginning
recruitment of a few psychiatrists into research worked; the intramural program
stands as a prestigious symbol of what was also occurring in major academic cen-
ters throughout the country. The programs of the 1950 's worked in their aim— to

provide a beginning. Precisely when a period of reproduction of a second gen-
eration of personnel was foreseeable and new opportunities available, those pro-
grams were aborted. Rationally, we require another 20 or 30 years of attention
to development of programs rather than termination.

The expansion of clinical psychology as a basic science of psychopathology
was spurred after World War II. It provides 11 percent of NIMH research grantees
(approximately 30 percent are psychologists trained in experimental, behavioral,
and psychobiologic areas). Precisely at a time when Congress asserts that we
need more applied research in clinical situations, we are shutting down the
development of clinical investigators with scientific skills I Unrealistic cri-
teria and inflexible rulings have made a once useful source of support for pre-
doctoral research unavailable to the topflight scientifically oriented programs
in psychology which had been recruiting future clinical investigators.

In the decade of the 1960's, a focus on minority researchers began in a

period of optimism about research. Predoctoral support was forthcoming. As
the policy of the past decade was launched, the legislative and regulatory im-
pact was not to stop a midflight development, but to abort the very takeoff of

a needed minority research manpower initiative. Operating across the board,
administrative rulings exempted none. This was further compounded by the fail-
ure to rapidly insert a MARC (Minority Access to Research Careers) program.
This program in NIH allows promising candidates to be identified in college and

recruited into needed areas such as the social and anthropologic sciences.
These are but some examples of manpower policy that we must characterize as un-
timely and, if we seriously intend to have a research capacity in the next
decade, as completely out of phase.
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There is now a prevailing skepticism about an investigative career as the
young estimate the future. Complex and erratic administrative regulations,
vague and uncertain timetables in manpower training regulations, have escalated
and the future support of research funds appears to them dismal. When uncertain
direction and commitment to positive research policy is discerned, a climate of
wariness is created. The result is that other and less problematic career op-
tions than research are sought.

In our efforts to survey the status of needed knowledge—the research oppor-
tunities and gaps

—

we repeatedly encountered the research manpower development
issue as a significant problem in planning for new knowledge . Thus, in field
after field of research (ranging from epidemiology to childhood psychopathology,
from clinical psychopharmacology to social problems and health delivery research),
the development of sophisticated investigators who are able to seriously tackle
research problem areas was stipulated as a necessary step in planning a care-
fully phased allocation of dollars for research grants. We do not have personnel
in sufficient numbers who know what to do (or how to do it)—even though experts
know that the next steps await only the skilled personnel and funds. Manpower
is needed to pursue certain problems of public concern at a pace and level ade-
quate to undisputed new science opportunities highly relevant to mental health
problems. So the research to be done and the lack of people to do it are out of

phase.

Finally, the past decade's policies are out of phase with the analysis and

hope that President Carter expressed on November 22, 1977. In presenting Medal
of Science Awards, he noted.

The quality of scientific equipment has been falling off rapidly in

recent years. The number of top ranked research centers has been
falling off.... The percentage of faculty members who are scien-
tists and who are also young has been falling off rapidly.... In

1968 about 45 percent of the faculty members were young men and

women. Now... only 25 percent; which shows that in the future we

have a problem on our hands unless we take strong action to correct

these trends. We want to make sure that the climate for research
and development in our country is enhanced.

The Background of Current Policy: Time for Assessment :

Specifically, today's climate centers about the pressure of the NRSA

(National Research Service Awards Act). This was originally conceived to en-

hance accountability of public funds invested in research manpower development.

It followed upon a prevailing concern of the early 1970 's with service provider

manpower development generally. The Act provides mechanisms for stipulating

the proportional support of predoctoral and postdoctoral trainees, and "payback"

is required for all trainees (who, in the absence of "payingback" in research

jobs, are to move to underdeveloped areas to provide services). The teaching

funds which permit the institutional strengths that, in turn, can develop the

manpower were strikingly reduced.
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Beginning in 1970-71, the Administration, and later the Congress, viewed all
training grants with disdain. The notion of DREW and 0MB (Office of Management
and Budget) was that vigorous research manpower development was located in all
academic departments and it was really solely the support of individuals (who
should elect their site of training) which should be emphasized. This view became
part of the general destabilizing of institutions, part of the ungluing of what
had once provided a coherent system. The deleterious effect on the under served,
on minority researchers, and our research capacity, was unforeseen.

In part. Congressional impatience with academic training centers and their
response to unmet service delivery needs was evident in the generation of the
Act, even though there might not have been agreement with the Administration's
"free market" approach to research manpower training. Perhaps most overriding is

the notion that a taxpayer should not invest in enhancing the research skills of

clinically trained personnel who can, supposedly, elect to move into the free
market and command high fees for patient care.

What is missing in the climate out of which the legislation grew is a tough
functional analysis of what it is we need in order to advance our knowledge base I

During passage of that Act, it had even been recommended that the wording of the 194(

Public Health Service Act be amended to eliminate any reference to research
training in the general mental health disciplines. Support was to be limited to

clinical training in clinical disciplines or research support in nonclinical dis-
ciplines. This rests on a complete misunderstanding of what clinical investiga-
tions demand. It ignores what a clinical discipline with a science base, such
as clinical psychology, or what clinicians from medical specialities who select
research as a subspecialty, require. A mix of training is of the essence and it

cannot be disentangled for accounting purposes without fragmenting the whole.

Nor was failure to "payback" a problem in mental health. The 1976 National
Research Council's survey of clinical psychology Ph.D.'s showed that: 40 percent
of the Ph.D.'s were in educational institutions; 42 percent were in government
service, hospitals, or clinics; and 8.4 percent were self-employed. Approxi-
mately 65 percent with scientific training in clinical psychology were engaged
in research; this could be expected since, in clinical settings, psychology staff
characteristically initiate or carry out investigations. In psychiatry, an im-
pressive 98 percent "payback" of researchers developed in the Research Scientist
Awards Program, indicating that those selecting that route vastly differed from
clinical investigators in other medical sciences where research skills tend to

be used to , enhance . skills in specialized diagnostic practices.

These are some of the facts and confusions of fact. But whatever the issues
of principle and overlooked fact, those concerned with our research capacity
should now assess the impact of ongoing policy. There are questions: Is research
manpower policy serving the public need? Is the current disarray worth an ulti-
mate gain? What gain? Funding policy that makes it impossible to mix clinical
and fundamental science training, and rules out needed faculty costs, may have
some general aim to enhance accountability of trainees who "desert". But, given
the extremely small number of "escapees" in mental health fields, is a policy
that impairs needed new knowledge really serving a greater good? What good?
Are needs of the mental health knowledge base being served? Has the policy on
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training grants generally produced a climate of public service amongst providers,
or amongst researchers, and enhanced willingness to undertake the risks of a re-
search career?

One answer comes from the biomedical disciplines, which had highly developed
programs of clinical investigators, and may thus be relevant. The Association of
American Medical Colleges has noted a 40 percent drop over the past 5 years in
clinicians training in investigative activities. In 1966, 43.9 percent of first-
time principal investigators supported by NIH were physicians; in 1975 the figure
had dropped to 22.3 percent.

Institutional support in most mental health academic centers once came
through clinical "provider" training grants. In psychiatry, it is clear that
clinician trainees were able to offer low cost services, as were many faculty.
Yet, in fact, the impact of every one of the clinical or research training initia
tives of the recent past has resulted in what one observer has called the "indus-
trialization of academic medicine." The incentive is for research and teaching
faculty, who can do so, to expand income to survive at all within the academic
center. The support for academic medical institutions from patient care fees in-
creased from 1.3 percent to almost 12 percent of the budget oyer a decade. In
brief, with training grants we had bought an expansion of medical care providers
and researchers trained in skills that patients require, who at the same time
provided low-cost services or produced new knowledge. While the needed growth
of primary care graduates has occurred in both research intensive and other insti
tutions (however, at the expense of recruits to psychiatry), the escalating in-
flation of house staff salaries and the incentive for recouping maximal fees and
abandoning low cost services has also ensued. The acquisition of research skills
has also diminished. The training grant—which few in mental health abused—be-
gins in retrospect to look like a bargain!

Similarly, in psychology, the impact has been a deleterious fragmentation,
pushing clinically trained psychologists toward careers as private practitioners
and discouraging the most able scientists from pursuing careers in mental health
research. Instead we note the development of "professional- schools" in psychol-
ogy with training focused explicitly on private practice, in which scientific
training is not provided. So graduates are not equipped to undertake basic re-
search or—significantly— its applications in mental health.

An overlooked fact in the approach to current research manpower policy is

that it is at best a very small group who elect this high risk and relatively
nonremunerative caeeer line. The profits are prestige and recognition and not

fees. The second major overlooked fact is that all research trainees "pay as

they go". Ph.D. students pursuing the serious goal of expanding our knowledge
base, and postdoctoral students working with highly skilled research scientists
or teams, are vital for getting today's science work done, as well as bringing
fresh ideas into the field. Far more disturbing than the insignificant numbers
of researchers who have moved into fee-reimbursed practices are the larger num-
bers of academic centers which have been forced to move intensively into reim-
bursed service activities.
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In an era in which public service and a climate of broad generosity is

sought, manpower policies have created a disincentive to devoted public service,
sapped our national research capacity, and enhanced the attractiveness—indeed
the vital necessity— for academic clinical scholars and centers to move into
high fee-for-service reimbursed practices. Our research capacity is weakening
and will further decline. For example, the number of NIMH supported psychology
Ph.D. students—scientists who will engage in mental health research—will- drop
from the current 251 to 23 in 1980. This group had provided the largest number
of contributors to mental health investigations.

We believe, then, that it is time for a reassessment. Not all Ph.D.'s are
clinical; some clinicians are scientists; and some scientists need clinical
skills I One problem is that the National Academy of Sciences' Committee, mandated
by the NRSA to determine manpower quotas, tends to lump the different mixtures
of functions into simple and broad "rubrics of convenience." We encourage a

sounder basis for rulemaking and thoughtful analysis. Congress, in its commend-
able efforts to respond to the demand for accountability, has overlooked the
equally important public need for building two-way trust in the research field
and encouraging a rational policy of manpower development. We recommend, then,
that the President and farsighted Congressional leaders review research manpower
policy to the end that we can regain our vigor and capacity to deliver the know-
ledge necessary for the advances we all seek.

A New Approach to Manpower :

President Carter noted, in his comments on the decline of our national re-
search and development capability, that we were not trying to establish nor main-
tain a college aid program. Rather, "...to the extent that basic research and
development commitments can be oriented toward things that improve thg quality of
our peoples' lives and enhance the security of our Nation, contribute' to our po-
sition in world leadership, to that extent these allocations of funds and inter-
ests will be more readily acceptable and supported by the American people."

We concur. We have become increasingly aware that manpower development
should be an instrument for expanding the knowledge base. As such, manpower
development should be sensitive to the many factors—personnel, resources, tools,
funds, and ideas— that influence the production of needed information. Epi-
demiology, for example, clearly requires research manpower trained in both
public health methodologies and clinical tools and methodologies. The admin-
istration of manpower funding instruments at ADAMHA should be closely coupled
to broad research program areas. Input from these vantage points would lead to

inviting innovative programs aimed at developing areas of expertise upon which
the future of the knowledge base is dependent. And this shift in management
should in general enhance the administrative flexibility of such programs.
The perspective and caliber of personnel is key, and the deficit of the clini-
cal scientist administrators for this task presents the ADAMHA with major re-
cruiting and management problems.

We are not proposing to ignore the real contexts in which in-depth know-
ledge and authentic scientific rigor are developed by the traditional disci-
plines. We are not proposing technicians be developed by Washington.
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Disciplines can of course constrain change, limiting options rather than being
receptive to new developments; or they can vigorously and prudently prepare for
the appropriate mix of the new and old. We propose the latter. To do this,
they must be in the company and critique of related knowledge disciplines— in
academic institutions.

We have in mind sound basic education in which there is competition for the
best students to proceed through further training in needed techniques and
approaches. It is through the disciplines that we engage the young in science
problems and skills. Thus students, beginning with a broad disciplinary back-
ground, can move towards mastery of a research problem area, acquiring tools from
other disciplines along the way. This is one way in which innovative predoctoral
and postdoctoral programs can proceed. A sound manpower policy will envision
mixes of postdoctoral students from different science bases applying their tech-
nologies and their theoretical frameworks to problems in pharmacology, clinical
investigations, brain sciences, the developmental psychological or biological
sciences, health services delivery, epidemiology, and the like.

When we encourage more positive and flexible programs and institutional
teaching cost-support, it is on behalf of the national research capacity and not
as a separate focus on some special interest. The negative effect of past policy
which indeed did try to disentangle and separately legislate elements by which
manpower is developed, was upon the entire system, producing the present disar-
ray. It ignored the interlocked "systems" nature of the problem. The effect
has, therefore, been on knowledge, manpower, and institutions. It is thus cost-
effective and essential for knowledge gain to once again design positive man-
power programs that enhance our national research capacity.

MINORITY MANPOWER NEEDS

We recommend that the MARC Program, which identifies talented minority
youth in early collegiate training and shapes their possibility for entering
research careers, be instituted in ADAMHA. The current, inflexible rule that no

support be given during the first 2 years of graduate training makes it essen-
tially impossible for disadvantaged students to undertake graduate training. We

must recoup the significant gains we had begun to make with minority entry into

mental health research and surpass it. Thus in psychology there has been an in-

crease in Black Ph.D.'s from 1.2 percent in 1972 to 2.1 percent in 1976— too low,

but a doubling nonetheless in 4 years. The social science training programs of

NIMH provide current support for a total of approximately 120 predoctorates and

14 postdoctorates. Next year this will shift to 30 predoctorates and 30 post-

doctorates. At the same time there is a mandated target of 25 percent minority
students. Naturally the 90 predoctoral positions to be eliminated will include

most of the minority students who would otherwise undertake study in the social

sciences.

The elimination of these students from graduate training in fields basic

to mental health is not only morally contrary to our views, but to Federal pol-

icy as well. The lack of minority scientists makes it impossible to supply

enough trained personnel to needed areas. This is particularly true in anthro-

pology.
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There are compelling additional needs for minority scientists. In the soc-
ial sciences, critical data must be collected from particular subpopulations at

greater risk for some of the mental disorders and disabilities. Minority scien-
tists have the most adequate entry into these subpopulations to obtain data. By
virtue of their life experience, they can generate the questions and hypotheses
that can be far more relevant and productive than might others. In crime and
delinquency, NIMH has programs on juveniles who find their way into the criminal
justice system. Many of these have mental illnesses and emotional problems.
Minority scholars are especially needed in these areas. At present there are
only eight Black persons in the United States who hold doctorates in criminology,
or in sociology with a subspecialty in criminology. Two of these are employed in

government and five in full-time teaching. The Center for Crime and Delinquency
has a contract study aimed at helping the Center and other relevant agencies to

develop program plans to facilitate greater involvement by Black scholars in fu-
ture research. This is an example of research program-based initiatives in meet-
ing manpower needs for knowledge gain.

RESEARCH SCIENTIST DEVELOPMENT PROGRAMS

These began in 1954 at NIMH and were designed to play a major role in the
development of research expertise in psychiatrists and, soon after, for other
needed cognate disciplines. Of the 68 M.D.'s completing 5 years of the Award be-
tween 1960 and 1973, 67 were still in research, academic psychiatry, or public
administration by the end of that period. The data show that for the whole pro-
gram since its inception, only three M.D. scientists have left to enter private
practice. The program exemplified the effort to integrate all relevant disci-
plines into the research base. It has been estimated that about 200 of the 300
psychiatrists in research had either been directly supported by the Research
Scientist Development Program (RSDP) or had been introduced to research through
it. Yet today there are only 32 psychiatrists and 3 child psychiatrists out of
127 Awardees; 48 are psychologists, 5 are psychobiologists, and about 80 percent
of all Awardees are in medical centers. Obviously, special effort to facilitate
psychiatric investigators and child psychiatric investigators is still needed.

Again, shortsighted administrative rulings have ignored the "generational"
structure in which manpower developed. The small group of senior Awardees were
signally important for training of researchers that were federally supported.
Thus about two-thirds of the current psychiatrists in research developed in cen-
ters with such mentors. In any event, there has been an abrupt and arbitrary
shift in the rules of eligibility of these Awards. They were originally an-
nounced as 5-year Awards which could be competitively renewed on the basis of

excellence and productivity. Such reviews have been sharp and highly exacting.
Those senior investigators who have survived, and were eligible for renewal,
are now to be ineligible for support. Thus the mature investigators of various
disciplines who had anticipated eligibility, and whose academic administrators
had also, are an endangered species. These are also the teachers around whom
the bulk of research training in tne entire field of medicine and mental health
research evolves. None can believe that there are adequate endowments in medi-
cal centers to pick up their salaries, so this is a counterproductive squeeze.
The conceputal core of the program was to provide competition for long-term sup-
port. There should be no limit to eligibility for renewal on such a competitive
basis

.
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This kind of administration, while symptomatic of research manpower disar-
ray, further signals to those deciding on entering a productive research career
that they will be greeted with capricious disregard for legitimate and sensible
planning. This is one more addition to the atmosphere which produces the climate
of pursuing "safe" research at the cost of creativity and productivity, and one
more incentive for highly capable people to leave public service for the market-
place.

Remed ie s :

For RSD programs, there are five key remedies. One is to restore the eligi-
bility as previously promised and established so that a high competition for re-
newal of these 5-year grants can be continued. The second is to promptly allot
more funds to this flagship program. Three-year as well as 5-year awards for
initial development should be considered as apt to recruiting realities. The
third is to enhance these programs in all three Institutes. The fourth is to
remove all limits on the number of times competition for renewal can be entered.
The function of senior investigators has been the lever upon which the few in-
vestigators who have entered the field have done so. A fifth, money newly auth-
orized to all three Institutes, sufficient for a vigorous program to underpin our

research capacity for this range of multidisciplinary awards, should be allocated
by the Directors.

The importance of junior and senior investigators for the recruiting of be-
ginning scientists, and the fact that this has paid off without all trainees re-
quiring Federal support, requires serious examination. For outstanding units of

stability and strength for our research capacity, the highest qualified investi-
gators could be supported on competitive 7-year terms with attached laboratory
programs. In Britain this approach (Medical Research Council Units - MRC pro-
grams) has been, while extraordinarily competitive, enormously productive. In-
ternationally recognized leadership derives from this research output. In the

United States, we see the international prestige of our intramural programs.
What is the operating principle? It is both the requirement of excellence and

the concept of continuous research investigator commitments. Thus in the extra-
mural programs, investigators receive intermittent periods of support based upon
research applications at 2 to 5-year intervals. This leads to start and stop
research productivity. In the intramural programs, there are continuing commit-
ments. While even these should have review, it is clear this style of opera-
tions has virtues in terms of productivity and fundamental knowledge develop-
ment.

We suggest experimenting with transferring mechanisms operating within the

intramural program to the extramural. This would lead, in the extramural world,

to intramural-type research enterprises which could provide a good mixture both

of locations of research and skills and create a broader base of intense research
pursuit, as well as the opportunity for training. What we have been recommending

for the RSDP are the steps in that direction. It may be useful to learn from

such evidence as we proceed to repair the disarray in research manpower develop-
ment .
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Special fellowship training for creative investigators to acquire new tech-
nologies is also key to the evolving skills that knowledge expansion entails.

ADAMHA COORDINATION OF THE THREE INSTITUTES

Our general goal of linking manpower development to the knowledge needs does
not mean new scientific expertise can be ordered at will. For example, with new
priorities in drug abuse in 1971, most scientists recruited to the problem had to

be "borrowed" from psychopharmacology, epidemiology, neuropharmacology, adoles-
cent and liaison psychiatry, criminology, behavioral science, personality and
learning theory and so forth. Many had been devoting their attention to problem
areas in mental health and mental illness which were also a part of the mission
of the NIMH. So there was a cost in reduced capacity to NIMH. One moral is

that all science institutes have a charge to develop and recruit manpower appro-
priate to their broad missions: this has not as yet been sufficiently embraced
as a task by the NIAAA or NIDA. We believe this requires ADAMHA coordination for

a more coherent policy.

Training and manpower development concepts in NIDA and NIAAA have been over-
ly narrow in their concept of manpower training. Programs are overly stipulated.
There are indeed many common basic process approaches which embrace "substance
abuse". Soundly trained behavioral scientists or psychobiologic investigators,
working on the underlying neurochemical and neurobehavioral or social-psycho-
logical processes, are key not only to understanding the etiology, but also the
therapeutics relevant to both Institute missions. They should be welcomed. NIMH
prospered—and was "raided"—precisely because it had recruited to its science
portfolio individuals who knew their cognate science areas. The belief that a

"machined product" would be necessary for the Institutes to invest any dollars
is wrong. These Institutes should have a heavy investment in both basic and
applied manpower development and an increased use of the RSDP mechanism. In
coordinating policy across the Institutes, the Administrator of ADAMHA should
emphasize the appropriate mix of breadth and special mission in the research man-
power portfolios of support.

Overall policy should adapt research manpower development programs to fit
the knowledge base. Organizationally, this means basing all or most management
in the research divisions of the Institutes. Policies should be to stimulate
academic centers to come in with innovative programs. This is preferable to
policy in which Federal administrators, inexperienced in either research or man-
power development, design education—usually as if it were only a computerized
special skills learning system.

We believe accountability not only for payback, but for a well designed
mission on behalf of a planned enrichment of our capacity to get needed research
done, lies in peer review and periodic program evaluation. This should be a

part of the administrative apparatus.

Finally, we have previously noted that research manpower in mental health
should be a concern, too, of one of our major health systems: The Veterans
Administration. A recent report of the National Academy of Sciences noted the
lag— 12 mental health investigators out of 200 in the career investigator lines;
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10 million of about 100 million for mental health research in a system in which
one-third of the beds are psychiatric. We had noted that the VA research pro-
grams could be open for competitive bidding in some instances. The VA manpower
development, while not the province of ADAMHA, might benefit from exchanges of
both information and intramural and extramural funded facilities.

RESEARCH MANPOWER PROSPECTS AND PROBLEMS IN PSYCHOLOGY

This is the largest professional group in all the major areas of ADAMHA
research—basic, applied, evaluation, and treatment. The great strength of clin-
ical psychology has been that its practitioners have had solid scientific train-
ing in behavioral sciences. Thus they can be prepared for applying research and
learning methodologies that may be relevant across the span of mental health and
mental illness investigations.

The major rationale for the cutback in research training has been an asser-
tion that there is a shrinking job market—and hence an oversupply, particularly
in mental health research. Yet in fact 90 percent of recent Ph.D.'s feel that
their current employment makes good use of their research training. Only 2 per-
cent were seeking employment.' There is no oversupply of Ph.D.'s -in research in

psychology. What is happening, however, is that they turn to private practice
because Federal funds to support all aspects of research in mental health are
drying up.

The data do not indicate that Federal support for predoctoral training in

sciences basic to mental health have increased the numbers of students wanting
"college aid" and entering graduate school thereby. Rather, such support selec-
tively increases the entry of the most highly talented students into research
careers in mental health. Those who receive predoctoral training support must
have selected or carefully preselected research careers, since they signifi-
cantly are more productive scientists than those who do not. Thus in psychology
those who received support published an average of 4.0 articles in the first
three postdoctoral years and were cited an average of 14,1 times as compared with
2.1 articles and 4.4 citations of those who had not received research support training

The downward spiraling effect of cutbacks both in research dollars and in

manpower development is clear in this field. Elimination of grants reduces the

number of students but also the number of research training jobs available to

young scientists (there are no teaching costs to support the new teaching scien-

tists); this in turn leads to fewer students trained. Thus the myth that there

are not enough jobs becomes a self-fulfilling prophecy.

The Federal Policy Error :

The facts are to the contrary: there are no job shortages. Rather tal-
ented individuals are not entering graduate training because they perceive a

falling off of support for research careers relevant to mental health. And here

is where our research capacity is clearly damaged. Students are discouraged
from pursuing a career in research, particularly mental health research, because

the Federal message is that we have too many trained behavioral scientists. The

shift in Federal funding from predoctoral to postdoctoral programs emphasizes
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the conclusion that we should not be training more scientists but rather retrain-
ing existing individuals. While there is a real need for trained individuals to

have the opportunity to learn new skills as their research goals change, this

does not represent the retraining of unemployable scientists but rather the need

for continuing education in research. The climate, then, and perception are
significant factors in the current disarray.

The IRS has ruled that stipends of all NRSA awardees are taxable income,

whereas clinical payback award programs (intended to induce medical personnel to

go to underserved areas) are not. The impact is to deemphasize the value of

research activity and to encourage the clinician to remain in service activities.

We recommend flexibility in the predoctoral and postdoctoral mix, rather
than the mandate.d phaseout. Postdoctoral stipends are higher than predoctoral
and, therefore, the mandate to shift totally to this instrument means that the

number of scientists trained for the dollars available will drop as much as 75

percent

.

Differentiated Needs in Ph.D. Manpower :

The needs of the sciences basic to mental health vary. This must be under-
scored. In the neurosciences, postdoctoral training is increasingly essential
to master additional complex techniques in related biologic sciences. A high
proportion of Ph.D.'s will benefit from postdoctoral training. In the social
sciences, postdoctoral clinicians are not common. In fact, they are not common
in economics, the law, and business administration, where direct jobs, rather
than the mix of apprentice working and learning supported by research fellowship
training, are the rule after graduation. Perhaps this is the source of the pre-
valent view in Washington that these support mechanisms are unusual and special
plums I

The complexity of psychopathology, the diversity of disciplines that feed
an understanding of disordered behaviors, requires that our training efforts be

directed broadly to strengthening the background of students interested in

studying mental disorder. It is interesting that in the basic process research,
major contributions to personality theory, experimental psychopathology, develop-
mental psychology, have stemmed with great frequency from persons originally
trained in those clinical psychology programs with a high scientific emphasis.
These are programs in which basic experimental psychology, a strong emphasis on
research methodology and active research participation, are integral components
of the program. It is this fact which suggests the current importance of retain-
ing such strong programs with adequate funding for developing talented students
with research interests.

But it is also time that they be provided with training in at least one area
that serves as a "sibling" discipline for understanding psychopathology. Con-
versely, many experimental psychologists have skills which are needed in clin-
ical investigations. Therefore, in addition to programs of predoctoral and

postdoctoral research training, fellowships would be an additional mechanism, a-
long with institutional grants, that could provide for the development of a core
glroup of investigators for future research in psychopathology, drawn from a

variety of disciplines.
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Clinical-Experimental Programs :

Accordingly, we propose a new training program that can counter the noted
fragmentation in psychology and usefully deploy it to advancing knowledge areas
in mental health and mental illness. At the graduate level, federally supported
training programs could be mounted to provide basic training for clinical psy-
chology students, particularly in the vigorous newer fields of psychobiology and
information processing. Similarly, new programs to provide clinical training
for graduate students, focusing in the basic scientific areas of psychology, can
be advanced.

Cross-disciplinary postdoctoral training programs would be of use. Thus
basic scientists in psychology for whom academic jobs and for whom research
positions in universities and medical centers have been decreasing with the cut-
back in research dollars can, with additional postdoctoral training in clinical
psychology, increase not only their marketability but provide a critically im-

portant infusion of needed skills into clinical psychology. This might be known
as a combined "Ph. D.-Ph. D.

" program. Summer institute programs have proven an
important instrument for introducing social scientists to biology or genetics
and thus overcoming the ideological barriers that unfamiliar ity, with a disci-
pline can breed and equipping the personnel from different mental health disci-
plines to understand important science movements; they can then collaborate and

utilize these tools both in the conceptions of research projects and in inter-
disciplinary investigations.

All these efforts should significantly enhance the output and thrust of

mental health research in the range of specific areas that have asked for man-
power as a part of the tools necessary to solve problems. As an administrative
device

,
it is important to challenge the field to bring in proposals to accom-

plish these aims rather than overly stipulate or predesign centrally adminis-
tered programs. In brief, manpower development in which institutional partici-

pation is involved should be on a highly competitive basis built on and in part

judged by the intent and track record of productive centers throughout the

country.

DEVELOPMENT OF PSYCHIATRIC RESEARCHERS

Psychiatric research manpower has contributed to our knowledge base along

a span of investigative approaches ranging from molecular biology and studies

of cognition and memory through basic psychopharmacology, electrophysiology,
epidemiology, and intensive studies of psychopathology and psychobiology of the

major mental disorders, as well as health services research. Psychiatry is a

clinical discipline utilizing the framework of knowledge shared by all medical

specialties, as well as that developed in psychoanalytic psychology and the

social and behavioral sciences. Out of 27,000 psychiatrists, there are only

about 300 intensively engaged in research.

The discipline has sought to develop clinician-investigators both as util-

izers and generators of new knowledge. The small handful of psychiatr ically

trained researchers available after World War II reflected the late development

of psychiatry in academic medicine; prior to the War, less than half of the

medical schools even had psychiatric departments and few of these could train
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researchers. All clinical disciplines require an active and sound research base
both for discovery and for adequate knowledge and technology transfer. Psychi-
atry is uniquely positioned both to enhance and transfer knowledge. There are
150,000 health science personnel in 120 academic medical centers. These are the

providers of services in these centers. These will be the Nation's health pro-
viders in the future. Their central and salient role in mental health, of bet-
ter treating the mental health problems of the physically ill as well as the
milder problems of behavior dysfunction, realizing the significant intermixture
of physical and mental problems, is of major importance; their role in treating
and triaging the mental health system is salient. Twenty to 30 percent of gen-
eral hopsital psychiatric admissions have serious physical illnesses; 5-20 per-
cent of psychiatric admissions have a significant medical illness contributing
to the onset of psychological symptoms, and studies find about 5-15 percent of

these illnesses are definitely causal of psychiatric symptoms. These facts call
for a sharper focus on medical and psychiatric intermixes and their investiga-
tion, but also emphasize the need for medically trained clinical researchers
in mental health.

The development of psychiatric investigators follows the same logic we have
previously described for Ph.D.'s. Both clinical psychology and clinical psychi-
atry share the need to advance clinical investigations to enhance needed know-
ledge in the major dysfunctions and disorders from childhood to aging. Clini-
cians who know how really to conduct treatment and for whom a patient with his
or her needs is not an abstraction derived from readings or the media, but a

real person with whom he is relating, bear the highest personal commitment dur-
ing that person's stress, healing, and recovery. From this, knowledge is der-
ived as to the variations in coping and maladaptations which patients present.
And from this clinical engagement questions arise in which the use of the entire
range of mental health science tools may be applied on behalf of patients.

A major research development has been the recent focus on differential
diagnosis. This is a development in which behaviors that superficially look
alike are being found to represent different biochemical and neuropsychological
disorders—a leading area of promise in the next decade. Such problems require
preparation in human biology and the special research tools of clinical and
psychopathological investigations. Clinically trained investigators who move
into specialized laboratory work are an excellent resource and indeed are a key
part of the strength of the intramural program of the NIMH. In developing clin-
ical investigators, there should be no constraint on whether they move into
basic brain or physiological or social processes, or to epidemiology and diag-
nostic research.

There has been not only failure of the manpower administration within NIMH
to confront the problem of recruiting psychiatric personnel into research and
of talents seeking to associate themselves with this area, but there have been
administrative interpretations of what is required in clinical investigations
that simply do not correspond to the facts of real life in clinical research.
Some administrators would discourage clinicians from acquiring authentic basic
science tools in psychiatric laboratories; others would forbid researchers to

conduct the administration intrinsically necessary for clinical investigations.
These are "in-house" gaps in good management. In part, they are contingent on
the lack of knowledgeable psychiatric research personnel within the manpower
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programs to focus on such issues. What is striking has been the failure to use
intramural psychiatric investigators for advice, as well as scientists from med-
ical and from academic centers.

The recruitment of clinical manpower both from psychiatry and clinical psy-
chology has been lagging and has received no innovative thrust from NIMH. For
only a brief period in the history of the NIMH programs was there even a single
specifically targeted postresidency program to train psychiatrists. Currently,
of 231 postdoctorals supported by research training grants located in medical
centers, only 15 psychiatrists are participating. Clearly the current NRSA sti-
pend levels, but moderately competitive for postdoctoral candidates, are not for

postresidency candidates. A resident who enters will receive on the average a

25 percent cut in salary from the previous year of clinical training.

M.D.-Ph.D. programs have been operated by the NIMH under the Medical Scien-
tist Training Program (MSTP). These require support from ADAMHA as a superb way
in which to recruit a supply of topflight talent to mental health. These stu-

dents often now seek to carry out dissertation work in psychiatric laboratories
and research areas. Currently, there is no way to reinforce this intrinsic mo-
mentum—another tragic oversight by NIMH administrators— if we are interested
in recruiting manpower to the field.
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RESEARCH MANAGEMENT AND RESOURCE ALLOCATION

SUMMARY AND RECOMMENDATIONS

The management, prioritization, and careful planning of resources is a chal-
lenge which all agencies of government must undertake. No matter what the dollar
investment, funding organization, or pool of available manpower, mechanisms that
assure an accountable use of public funds for a focused and stably sustained at-
tack on pressing public health needs are essential qualities of a responsive sci-
ence enterprise. Yet the efficient expenditure of research funds means that
every effort must be made to assure that they are spent as wisely and as produc-
tively as the state of the knowledge base permits.

Accordingly the science administrator requires adequate data about research
knowledge base, and a way of organizing this information and then utilizing the
best advice to assess it. We critically need a management effort that can en-
hance our ability to assess what we do know, identify what we need to know,
determine if we have the capacity to come up with an answer—and thereby improve
the product of research. The ideas and talent of the field are needed by the

Institute; coherent management is needed by the field to be maximally productive.
Ideas and discoveries that can both improve health and utilize dollars prudently
are required by the public.

Without a system to set rational priorities that are based on informed
scientific judgments, it will be virtually impossible for research to do its

part to deliver sound knowledge on behalf of those who expect and deserve both
effective treatment and useful prevention programs. The essential task of sci-
ence administration is to "triangulate": to match publicly perceived concerns
against a tough assessment of the scientific feasibility of research as an ap-
proach to the problem, and then to match these deliberations against the avail-
able resources. The outcome that is sought is a reliable gain in needed know-
ledge.

Research is a tool to ask questions. It cannot serve to solve all problems,
nor can some problems yield to research before the initial steps have been paved.
So the array of mechanisms and supports that are a part of the management system
are to assure: (a) that scientists and science managers are up-to-date on the
state-of-the-art of knowledge and have a sound science agenda for action; (b)

that the highest quality talent is available to conduct, review, and manage both
the research process and to carry out investigations; (c) that funding is allo-
cated to areas of high public health concern with high scientific promise and
high probability of payoff (either directly to current practices or as a gain
to the knowledge base for future application); (d) that long-term and short-term
investments and the flexibility to respond to new opportunities are balanced in

a stable manner; and (e) that funds to support the conduct of research are suf-
ficient to have an optimal impact on solving public health problems. The actual
dollars required do not necessarily measure the priority or impact of research
undertaken. Science management, rather, judges the funds required for a speci-
fic gain to be achieved.
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Directors of the National Institutes of Health are fundamentally account-
able for the management of research and research manpower. They find this task
challenging enough. Research management in the ADAMHA Institutes is severely
complicated by additional missions of service and service manpower as well.
Thus the attention of the Institute Directors at ADAMHA must be spread across
multiple missions, even though they are still the accountable officers for the
complex task of managing research assessment and resource allocations. At NIMH,
the task is further complicated since there are multiple research units which
have both the information on the knowledge in their area and responsibility for
review and funding of grants; centralized assessment of the aggregate of know-
ledge is even more difficult for this Director to achieve than others. Further,
new initiatives may be added to the Institute's mission without consideration
of consequences to the ongoing work of the entire research portfolio—which is

the perspective the Director must have.

Because we have learned that it is difficult to gain a visible and well-
articulated grasp of the directions, thrusts, quality, and promise of the sci-
ence supported, we have come to a deeper apprec ication of the information needs
which the public, the scientific community, as well as Institute Directors re-
quire. A clear, visible, articulated grasp of the judgments and impact of the

science portfolio is broadly desired and, for management, a necessity.

Accordingly, we have spent some time and detail in discussing and assessing
the process by which investments in research are assembled. We have learned,
thereby, not only of defects in our national information systems, but of our
lack of enough policy research to answer the many questions on research and its

management which we were charged to undertake on behalf of the Commission. Thus
view the Commission process itself—and our own searches—as a way of ag-

gregating and reviewing knowledge. Ongoing and periodic assessments that can
be appropriately sustained in-depth are henceforth necessary not only in ADAMHA,
but across the Public Health Service Institutes. These assessments can identify
opportunity and maximize efficient knowledge gain for mental health. Further,
with an improved command of the aggregate impact of our research effort, all con-
cerned can arrive at judgments about our investments--their wisdom and purpose.

We have not been able to pinpoint all those structural and administrative
issues which currently affect the research establishment. In examining some of

them, it is in the spirit of suggesting further next steps for a more efficient
organization of research. Thus we believe the Institute Directors do not have
available useful data about their science portfolio. In view of the decentral-
ized nature of the NIMH and its multiple activities, a centralized capacity is

needed to sustain ongoing judgments of the importance, scientific feasibility,

and impact of research. Thereby the Director can more efficiently plan for re-

source allocation.

In view of the commonalities of research on brain, behavioral, and social

processes among the three Institutes, the capacity of the Administrator of ADAMHA
to coordinate and aid in the efficient use of resources is similarly hampered by

lack of data and review mechanisms that permit efficient assessment of the know-
ledge impact of our investment.
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These, then, are the concerns reviewed in this chapter, detailed in the be-
lief that our national research capacity and what we expect from it indeed does
rest on devoted attention to the detail of management. Upon this rests not only
the prudent use of resources, but, to some significant extent, the pace at which
knowledge gain can occur, as well as the quality and precision of its outcome.

Recommendations :

1. There is a need for multidescriptor data systems so that
the aggregate of funded research relevant for any given
area of research can be retrieved for subsequent assess-
ment. Fiscal expenditures on research problems can then
be matched against the potential for knowledge gains.

2. The establishment of Research Analysis and Policy Units
(RAPUs) within ADAMHA and Institutes can provide the
Directors and, in turn, the public and the science com-
munity with ongoing review and assessments of the re-
search portfolios, progress and impediments in the
development of knowledge, and new opportunities.
Fundamentally these ad hoc study units are to elicit
and conduct state-of-the-art reviews and evaluations
of feasibility which permit the Director to arrive at

future research priorities. These also permit the

assembling of a "science agenda" in response to in-
quiries or proposed Congressionally mandated initia-
tives .

3. The establishment of a Division of Research Grants
(DRG) within ADAMHA—appropriately adapted to its needs
and structures—can separate merit review of grants
from their program management. By separating study
sections from the funding centers which manage the par-
ticular area of research, greater objectivity and
accountability can ensue, not only in the selection of
investigator-initiated projects, but in the assessment
of needed new knowledge and opportunities. Study sec-
tions reviewing across Institutes will improve the trans-
fer of knowledge across the different funding programs
both within and among the three Institutes.

4. A strengthened role for the National Advisory Councils
of each Institute is possible if staff are provided and
Councils convened on a more frequent basis. These are
the representatives of the public and scientists and
their enhanced grasp of information can play a role in
the process of shaping priorities on the basis of iden-
tified needs and research feasibility in important pub-
lic health areas.
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5. To enhance a Director's efficiency, given the span of
problems and functions to which he must attend, a Dep-
uty Director for Science or Services is needed.

6. A Deputy to the Administrator of ADAMHA for the coor-
dination of the multiple responsibilities for research
and research manpower is clearly needed in view of the
size and public health importance of the research enter-
prise. If management is worth doing, it is worth doing
well, and such positions should be authorized and funded.

7. The science investment entails obligations for an array
of programs which must have time to evolve and accom-
plish their tasks. This limits the flexibility of the
research portfolio for new opportunities, for meritor-
ious and innovative proposals, for high priority re-
search in a depleted funding area, or for balancing
well-assessed needs.

(a) To speed the pace by which meritorious research can
begin in the field and laboratory, approved grants
of $35,000 and less should be disbursed and sub-
sequent review by the National Advisory Council at
regularly scheduled meetings.

(b) To accomplish flexibility in directions of research
and innovation, 1 percent of the appropriated re-
search dollars should be in a Director's discre-
tionary funds—undertaken after sound advice and
review.

8. While the Administrator of ADAMHA should assess the
regulatory impediments to speedy, efficient, and fair
review of research proposals and their efficient imple-
mentation, the rapprochement between budgetary and mis-
sion concerns and judgments—and problems in achieving
this—are the task of the Assistant Secretary to as-
semble and transmit for review of the Executive.

9. We have recommended an investment in the assembling of

information both across government as well as intensively
within Institutes and ADAMHA. Knowledge in a technol-
ogically advanced society is power. It is unwise that

a monopoly of information or its dispensation, especially
in matters of as wide a public interest as health, be cen-
tered with public funds solely within a small grouping of

Federal officers. Accordingly:

(a) Outside advice is essential to the Research An-
alysis and Policy Units (RAPU) process, as is

diversity of sound research approaches to a prob-
lem.
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(b) Foundations and philanthropies should recognize the
importance of supporting scholarship. Knowledge
and its assessment should have a base independent
of Federal grants and contracts. The support of
academic institutions for this aim is key. Both
government and the private sector require scienti-
fic communications as well as public education
that are not contrived to be in the service of a

narrow agency mission. Maintenance and regard for

these institutions are an obligation both of govern-
ment and the private sector. The Commission should
note the need for foundation support of these
scholarly and assessment functions.

(c) Mental health research and mental illness research,
especially, has attracted little in philanthropic
support or public contributions independent of

government. In view of the importance of the
strength of our diverse research and academic cen-
ters throughout the country, a tax incentive for

giving that provides a gain to lower and middle
income groups equivalent to that achieved in the
highest tax brackets is—while probably not popu-
lar—nevertheless a worthwhile proposal to enhance
the strength and ultimately the public sanction
for a vigorous knowledge-generating base that acts
on behalf of the public good.

10. The Administrator of ADAMHA should review what is required
for longer term support for programs of excellence. The
principle of intramural programs is stability and continu-
ity, and funding instruments that are designed for speci-
fic aims of maximizing the power and potential of highly
productive research teams should be assessed.

11. The organizational future of ADAMHA is not our charge to

discuss. It should be determined in the light of the
rapidly evolving knowledge base and eventual management
of Federal health systems. Focus on the missions cur-
rently charged to ADAMHA is not presently undertaken by
any other of the National Institutes. The knowledge
needed for the mental health, alcohol and drug abuse
missions, and the people whose future is dependent on
the improvements research can bring, must—whatever
organizational changes may occur—be in the charge of
an entity that has these aims as a primary mission.
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RESEARCH MANAGEMENT AND RESOURCE ALLOCATION

For government to help in achieving needed gains in knowledge, resources
must be allocated, priorities set, reordered and deferred, and new initiatives
reviewed. No matter what the dollar resources or funding organizations, this
requires sound science administration. The task is to generate judgments and
mechanisms that assure an accountable use of public funds so that knowledge can
be advanced efficiently and as speedily as possible in the public interest,
both for the present and for the future. The job is to coordinate the links of
manpower, institutions, and the knowledge base with the funding resources.
Management is the mechanism by which our research capacity, fueled by genera-
tive ideas from the field of investigators, is coordinated,

A credible, clearly articulated, and widely shared grasp of the goals be-
ing pursued both for the short and long term, of the choices to be made, and
the bases for priorities, is increasingly necessary. With the rate of growth
of new knowledge, this is not easy. Nor can the result ever be entirely satis-
factory, but the task is unavoidable. To achieve our ultimate aims and to make
planning possible, information must be assembled and shared for intelligent
choice of the directions of research that are to be supported. The flow of in-
vestigator-initiated ideas for useful new knowledge, in the aggregate, provides
a significant widely based "judgment" on where science can best pursue the pub-
lic interest. The knowledge base, however, must also be assessed, as must the

areas of research in need of development or that are promising a breakthrough.
The assembling of all such judgments is the task of management. Whatever the

judgments as to directions and allocated dollars, the rate of research progress
will be influenced by the way these components entailed in our national research
capacity are governed.

Many observers and reviewers have selected the ADAMHA Institutes, in view
of their complex missions, as in special need of attention to management. Yet
the call for enhanced science administration has not been directed solely to

ADAMHA. The Executive and Congress, the public at large, and the scientific
community have expressed different concerns about all health research: that

the direction of research is not responsive to perceived needs; that resources
are unfairly allocated; that research results may not rapidly reach those re-
sponsible for treatment or those who formulate policy. Whatever the merits of

the unease, the point is that the clarity and responsiveness of our research
endeavor, and the planning necessary for its succinct linkage to health con-

cerns, becomes an increasingly burdensome task for research directors to

assess, articulate, and explain.

,
For ADAMHA and its three Institutes, the problem is specifically com-

pounded by its span of concerns which range from severe illness and disability
to pressing social problems. Unlike the NIH, ADAMHA has not only research and

research manpower to administer, but the additional and complicating charge

—

of developing provider manpower and funding the delivery of services.

This triple charge has taxed management. Since the passage of the commun-

ity mental health center legislation in 1963, the organizational position of

the NIMH (National Institute of Mental Health) in the Public Health Service,
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changed twice in 3 years before 1970. Two reorganizations occurred again in
1973 as the Alcohol and Drug Centers evolved into Institutes and the coordin-
ating ADAMHA superordinate unit was emplaced. As service functions were grow-
ing, there was also a sharpened focus of research on some of the Nation's so-
cial ills. Nine special centers were created to deal with these, ranging from
alcoholism to crime and delinquency, and metropolitan problems to schizophrenia
These programs continued to subdivide and branch. The intramural programs re-
mained for the most part as an integral part of the NIH physical complex. This
helped lend stability to the prestigious intramural research, although a pla-
teauing budget and high fixed costs have led to a loss of science personnel
while new science opportunities and needs (childhood disorders, aging, sub-
stance abuse, behavioral science) press for space and funds.

These numerous changes and shifting emphases not only complicate the
governance of its miltiple activities, but have likely affected both the per-
ception and support of ADAMHA programs. Their real impact on needed knowledge
may thus be unappreciated, pointing to the need to adequately capture and con-
vey the sense of focused mission and research priorities among the many useful
programs ADAMHA administers. The governance of this span of concerns is an
awesome function. Science administration truly requires of personnel a level
of conceptual, technical, and innovative competence quite comparable to that
required by the research process itself.

The Role of Institute Directors :

Many advances in knowledge depend upon the program managers for the dif-
ferent health problems or science approaches within an Institute. They must
recognize promising developments and detect impediments to advances. A Dir-
ector's willingness and ability to employ all available counsel, both of mana-
gers and from the field, is key. But the final responsibility for allocating
science resources for an impact on the knowledge base falls pointedly upon the

Institute Directors in the NIH and ADAMHA.

In deciding where to invest in research, a Director must judge both the

public need of having knowledge in the area—the public health "relevance" of

the area—and the ability of researchers to produce it; this is the judgment of

"merit" and the scientific feasibility of projects. The judgment is: In the
aggregate, how are these research findings adding to "relevance"? How does the
knowledge base impact the area (schizophrenia, for example) and what are the
gaps? For this job, program managers must seek advice and judgment—ultimately
to aid the Director's overall assessments.

The Director also must assess the time lines which the relevant knowledge
development entails—balancing the short and long term gains in knowledge. In
NIH, Directors are accountable to the Director of NIH. In ADAMHA, the accoun-
table Directors are coordinated by the Administrator of ADAMHA. Directors,
then, must be attuned to perceived public needs and responsible for testing
these out for feasibility against the available knowledge base and the resources
in hand

.
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This triangulation is reflected as well in the to-and-fro process by which
the health Institutes and their coordinators create their budgets, interacting
for policy guidance with the Assistant Secretary for Health and DHEW Secretary.
All must adjust their operations with respect to rulings of the Executive bud-
get office, as well as the general science policy of the administration.

Further, the budget for research programs and for adequate Institute staff
support must be clearly articulated to and discussed with well informed Con-
gressional committees. A Director must, in addition, respond to his National
Advisory Council composed of members of the public and scientists; by law, be-
fore dollars are actually paid to investigators for grants judged to have sci-
ence merit. Council must approve. Finally, the director must be keenly in
touch with the range of expertise both within government and without, recruit-
ing the best advice available. Ultimately he will assign priorities to areas
deemed both relevant and scientifically promising a good knowledge gain.

Needs for Information Systems :

To help these interlocking interests grasp the adequacy and intent of the
science portfolio requires some system of information. Yet in our investiga-
tion of the scope of mental health related research throughout the Nation, we
found that the data base is entirely inadequate for meaningfully computing re-
search activity levels with respect to any single specific problem or to any
topic of concern. Direct hand-sorting of more than $300 million of projects
whose titles imply some "mental health" relevance would be required for the

real and actual question: Is the activity in a topic area sufficient to the
research opportunities and the need for knowledge? In fact, many of the re-
ported "projects" are primarily efforts by agencies to determine through atti-
tude surveys how their mission is being perceived or used.

Much information is collected simply to make existing programs suffici-
ently visible for managerial "housekeeping" purposes—not for evaluating sci-
ence impact and purpose. Such activity is neither research nor does it pro-
vide a measure of the knowledge gain. Rather, it enables managers to make
short range estimates of the consequences of various decisions. This is often
called "program evaluation" or "program analysis." This is useful but only be-

ginning data and steps for planning.

For useful "measures" of national activity levels, better ways of coding
the data that are eventually retrieved are needed. Such data provide no mea-
sure of quality, but if appropriately categorized are of use for subsequent

assessments. The Assistant Secretary and the Administrator of ADAMHA require
this data as a first approximation to know what opportunities might exist in

government and the private sector. They can then be alerted to maximizing
needed mental health knowledge by altering priorities, or by adding input to

activities that are ongoing in other agencies. They can further have a chance

to assure that undetected knowledge resources are made available to ADAMHA.

Further, this can help to identify possible areas of unplanned overlap. Fin-

ally, there are indeed many health statistics being gathered in government,

most of which lack a mental health input. The Administrator of ADAMHA and the
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Assistant Secretary might want to attend to this resource. The Assistant Sec-
retary, in turn, requires increased funding for a range of data systems that
are needed for good planning.

A Multidescriptor Data System :

Most striking to us was that within NIMH the information on grants is in-
sufficiently coded to be useful to the Director in evaluating the aggregate
knowledge impact of the science efforts. Accordingly, it is a high priority to

develop a "multi-descriptor system" for initially classifying data on grants.
For example, for a topic of concern such as schizophrenia, there may be many
different kinds of projects—ranging from basic biological processes to service
delivery research—which generate information that, if carefully assessed, would
be useful in determining what we need to know in order to take the next step in

schizophrenia research or treatment. Further, a project— for example, in the

neurosciences—may, for the same dollars, provide salient information about de-
pression, neuroses, schizophrenia and childhood autism. Similarly, if the sci-
ence portfolio were to be assessed for its impact on prevention, a variety of

different kinds of grants would have to be coded for their possible relevance
to different aspects of prevention: prevention of specific disorders and their
severity or their reoccurrence, or their complications or their very initial
occurrence

.

In response to our inquiry for such a "matrix analysis" of current NIMH
research expenditures, new data in fact were generated. We think it brings the
capacity of the director a step closer to the desired goal. In essence, we
asked for "problem related" expenditures of high public concern—what was at

the "core" and distinctly relevant and what in the way of "related" grants was
relevant. The "matrix chart" indicates the approach in which various broad
investigative domains from basic processes to services research are plotted
against topics of concern.
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The following table is an estimate of some NIMH "Problem" related expenditures,
both core and related.

Estimate of Some Problem Related Expenditures at

(Amounts in millions)

Core Related

I. Schizophrenia $6.3 $3.7

II. Depression (and Suicide) 5.8 4.9
III. Neuroses 2.3 4.0
IV. Disordered Children 3.5 8.2-10.5

V. Aging 1.6 2.7

VI. Minority 4.7 2.3

VII. Rape 3.3 —
VIII. Crime and Delinquency 3.9 1.2

IX. Life Events (divorce, bereavement,
normal aging)

2.5 3.8

^Research and monies within these categories overlap somewhat.

In drawing inferences from the table, it is necessary to note that no system of

data coding and retrieval will replace the informed judgment of experts on the
focus and meaning of these dollar-linked data on research efforts. The data are
the initial step.

The amount of dollars expended is commonly thought to reflect the priority
of the research program. Dollar expenditures need not, however, express the

urgency, cogency, and worthwhileness of a research thrust . Different science
areas will carry different expenses with them; some research requires moderate
resources simply because expensive technology is not required. Small invest-
ments for problems of major public concern may in fact serve to generate a

reasoned and sharp approach to the problem which—when the phase of implemen-
tation arrives—can effectively "get at" the research problem rather than sim-
ply "appear to" by huge mandated expenditures and visible new bureaucracies.

What the table does reflect, however, are the current allocations relevant
to priorities now in place. They reflect Congressional mandates and past judg-
ments or priorities of the Director. Rather than critique the specific ade-
quacy of this portfolio—a task not appropriate to our resources or mission

—

we could more usefully propose ways to plan for future portfolios. We will do
this by examining the process by which science efforts are judged both by "mer-^

it" and "relevance" to the developing knowledge base in a particular area. Our
aim is to propose ways by which judgments of the adequacy of the support of the
science effort can be more visibly grasped and utilized for planning allocations
and making judgments of the portfolios.
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The Dual Review System—DRG

:

To understand how the public's science dollar is managed, we will ask:
What happens when a research grant application arrives in the DREW?

The key mechanism linking ADAMHA and NIH in implementing new research
ideas from the field is the Division of Research Grants (DRG). This unit of
NIH receives and assigns all grant applications and distributes them to both
ADAMHA and NIH for subsequent steps. However, differences between the subse-
quent handling of research applications in NIH and ADAMHA have evolved. We
will in this section try to describe the process.

In view of the enormous power and centrality of officers in charge of
Federal research dollars, DRG was instituted in 1946 to separate the review of
applications for merit from program management—which "pays" the grants and
tracks the needs of the research area that is funded. This "dual review" sys-
tem is one in which scientific merit of a request for research support is jud-
ged by study sections whose members are drawn from the field. Determining the
relevance and impact of the aggregate of funded grants on needed knowledge,
the stimulation of new directions in the grant portfolio, is the job of the
Institute program managers. Study sections are not attached to the funding
center or the program manager in NIH; they are in ADAMHA.

Merit review is essentially to determine the feasibility of a scientific
proposal— the likelihood of its productivity. This judgment is based on the
competence and past record of the investigator; the plausibility of his hypo-
theses, the cogency of his proposed mode of approach, and an assessment of

whether the researcher in all probability will end up with scientifically use-
ful facts. If so, will the findings clarify whether a particular approach is

promising and thereby contribute to a "next step" in the pursuit of knowledge?
Grants are ranked as to merit by a "priority score."

Study sections are composed of competent science investigators from both
the field and intramural programs who serve for limited terms. Numerous and
repeated studies have validated the utility of the process and found it a fair

and balanced "jury" system. Strains have been apparent as funding has decrea-
sed, and as both the work load and the moral pressure attached to merit judg-

ments increase (because of the fiscal consequences with current funding cut-
backs). Diminished faith in the wisdom of program management and resource allo-

cation may also aggravate the review process. With appropriate mixes of compe-
tence, so that the particular science approach proposed can be fairly judged in

terms of its importance to a field and to a research problem, and with selec-
tion of members not in the province of the program managers, the system has

worked. It has, overall, warranted the worldwide respect of scientists con-
cerned both with the advance of knowledge and its appropriate adjudication.
Whatever its imperfections, it is a powerful adjudicatory tool on behalf of

expanding the knowledge base.

So that the entering grant can be evaluated both for program relevance and

appropriate study section assignment, guidelines for exactly which Institute or

program might be interested are prepared, reviewed, and negotiated by the Insti-
tute Directors. Thus, when a grant application arrives it is assigned by the

DRG both to an appropriate and independent merit reviewing unit in NIH and to
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the appropriate funding body located in one of the NIH Institutes. Study sec-
tions assign priorities in terms of scientific promise and merit, and the
funding bodies then pay the grant assigned to them in accord with the merit re-
viewers' "priority scores" (and after review by an Institute's National Advi-
sory Council representing the public interest).

The Institute Director, before the arrival of grants, will usually have
assessed his science portfolio with the program managers and assigned and pub-
licly announced priorities with overall dollar allocations to the various sci-
ence areas in his Institute. Thus the pay out and the merit rating of grants
are separated, and after a grant review and funding cycle are completed the
science portfolio is again assessed and negotiated with program managers (in
the light of the new ideas that were funded) for the next round of judgments
and payments.

In ADAMHA there is a somewhat different mechanism: the program manager
of, for example, mental health services research, also "manages" the peer re-
view committee, as well as having a pool of dollars (assigned by the Director
of the Institute) with which he hopes to advance the aims of the program for

which he has "made a case" and been allocated funds. He has an intimate rela-
tion both to the selection and activity of the merit review committee, whose
priorities should to a large extent determine the research portfolio in this
program area. He is thus closely identified with the Committee and its judg-
ments and commitments of funds he advocates and manages.

Proposal for an ADAMHA DRG :

The NIH experience suggests that by separating the functions of merit re-
view and program management, there can be a gain in objectivity and account-
ability. The dual review encourages initiative from the program managers on
the one hand and encourages the field to be confident that a bright idea in a

general program area, if it passes merit review, will be funded. While this

invigorates science and keeps objectivity in better balance, the program man-
agers have a better opportunity to assess their research portfolios and to

provide their superiors with more objective and updated advice and proposals
for initiatives on emergent as well as on sluggish and nonmoving areas. They
are less tied to a particular position since they have less control over the
input of ideas to the Institute.

Independent study sections within ADAMHA would also maximize science com-
munications among staff and provide a better coordination of dollars invested.

The Administrator of ADAMHA should have a coordinating role among the

three Institutes both in manpower training and in fundamental and applied re-
search areas. The reason is that there are clear overlaps in mission. Fur-
ther, there are overlaps in grants relevant to the science areas of the differ-
ent Institutes. The methodologies to be applied to many—clearly not all

—

problems of alcohol, drugs and mental health and illness problems are frequently
similar. All three ADAMHA Institutes should have a heavy investment in the

whole range of basic process research. Endorphins, to take a recent example,
may be as relevant to the understanding of basic psychophysiology of stress.
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and in turn to mechanisms in the phychoses and neuroses, as they are to drug
addiction. The coordinator obviously needs an oversight of these research port-
folios .

As budget officers consider overlap, it should be noted that diversity of

approaches to a science problem is not only desirable, but often necessary, as
are replications. What often appears to be duplication of effort, in fact may
not be. This requires judgment of the knowledge base and its development by
scientifically accountable personnel. For example, one cannot assume that be-
cause projects "sound the same"—"amphetamine"—that the research competency
adequate for one investigation (efficacy in treatment of obesity) will be rele-
vant to another (amphetamine as a tool to study basic attentional mechanisms in
schizophrenia), or even another (the abuse and toxicity of amphetamine in street
cultures). The purpose and intent of the research structures how the work is

organized and done and what body of knowledge might gain from it.

Thus the evaluation of program aim and "relevance" is indeed an important
mission of each of the Institutes and its staff, for it will address the issue
of whether projects are advancing a particular area of knowledge. Nevertheless,
the merit review by competent scientists (in the example above,' psychopharma-
cologists, epidemiologists and clinical scientists) could frequently be accom-
plished for the three Institutes by a single committee. Further, science devel-
opments relevant to these various areas should be clearly exchanged and advances
in knowledge detected and passed along— this is the coordinating function of

the ADAMHA Administrator. Such activity would enlarge the span of relevant in-

formation and help to "de-parochialize" specific programs when necessary.

In order actually to separate merit and relevance operations of ADAMHA
staff, complicated changes in pay scales and job descriptions would be required.
This could be a potentially disruptive step. Accordingly, a phased approach
might be developed within the ADAMHA Institutes to begin to approximate the

desired objectives of dual review.

Research Analysis and Policy Units (RAPU) :

Science directors can have improved accountability for their decisions
and more adequate responsiveness to publicity perceived needs if they can readily

assess the aggregate of investments. With appropriate review, new develop-
ments can more readily be detected, and gaps or overlooked knowledge identi-

fied and response planned. This requires essentially "State of the Art" re-

view. A "multi-descriptor system" will give the first order of information.

Then scientific judgments as to the relevance and the impact on needed know-
ledge of the proposed research must follow. Such assessments have sometimes
lagged in energy and focus.

We envision a Research Analysis and Policy Review Unit for each ADAMHA
Institute and the Office of the Administrator. Both standing and ad hoc

groups, drawn from ADAMHA staff and nongovernmental advisors, contribute.

Fund Lng for such units might come from the 1 percent evaluation monies man-

dated by law and determined on the basis of the ADAMHA appropriation. This

is, after all, a key assessment task.
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The task is to help assess the ongoing programs and help the Director
survey the entire portfolio, its thrusts, gaps, new opportunities, and use of

unobligated funds according to the science opportunity. When a public or Con-
gressional inquiry arrives at the Director's office, RAPU may aid in the re-
sponse. When new ideas from scientists or groups are proposed, the Director
may initiate a serious response by implementing state of the art reviews. With
advice from the field, the RAPU study units may then construct a possible "sci-
ence agenda"— a sequential and phased way by which a problem, insofar as it is

researchable
, might likely be pursued. When pressing for new initiatives. Con-

gress could fund the Administrator of ADAMHA and the Directors to conduct an
assessment of the science feasibility.

These activities also aid in enhancing the pace by which both mistakes
and potentialities and possible imbalances in direction are detected and cor-
rective measures instituted. This is an important way to maximize and protect
the public funds invested.

While the importance of a problem must be put into perspective, its solv-
ability is what must be assessed. If RAPU study units determine the research-
ability of a problem, the cost-benefits have next to be assessed. Study units
may help determine whether a problem is best researched now, or whether
through further review and knowledge construction, sophisticated answers may
be ascertained at a later time.

Scientific feasibility and assessment of its impact on knowledge must be
separated from, the task of designing the appropriate funding instruments to

achieve an aim. Here, too, review from both government and outside expertise
would help. Investigator-initiated projects; programs of a series of projects;
centers for special developments; regional centers to enhance the national re-
search capacity; meetings; S 3miposia; summer research training institutes; and
contracted research are various instruments used. Their effectiveness and im-
pact require widely informed advice and review.

THE ROLE OF THE PUBLIC IN SCIENCE ADMINISTRATION

The National Advisory Mental Health Council is a legislatively mandated
body to give "advice" to Institute Directors and to approve payments for re-
search. It is here that the public is represented. This body, as well as the
public at large and the science community, must have a clear grasp of the func-
tion of the Institutes. Inventive directors appropriately use a wide range of

advice, but the use of Advisory Councils is often "pro forma." If the Coun-
cils, composed of citizens and scientists, were indeed to advise, they should
be provided with an access to staff and should hold more frequent meetings.
Just as the Commission has done, they should from time to time hold hearings
which inform them of publicly perceived problems. Clearly the activities of

RAPU could be accessible to them. They should be able to institute inquiries
of the Director to be carried out in RAPU and reported to the Council.

The satisfaction of scientists and of laity with the science portfolios
or priorities of the wide span of health institutes has increasingly given rise
to proposals for mandatory advisory groups to be inserted at different levels
of the health management area—from panels advisory to directors, to the
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Congress and President. We were also tempted to propose mandatory advisory
groups. However we are convinced that such devices would further clog the
speed and efficiency of decisionmaking. If Congress and the Secretary of DREW
are indeed to hold the Director of the National Institutes of Health and the
Administrator of ADAMHA accountable for the research activities in health, it
is precisely the function of these two officers to utilize advice creatively
and prudently. Therefore a strengthened role of the National Advisory Mental
Health Council (and the Councils of the other two Institutes) is advisable.
Again, to focus and enhance accountability of the ADAMHA Administrator, the
nominations and appointments of that Council should flow from his office rather
than from the Secretary or the Executive. After all, political input into sci-
ence decisionmaking has many different modes of access to the Institutes, chief
among them the Congress.

OTHER MECHANISMS TO ENHANCE SCIENCE MANAGEMENT

Enhance the Director's Efficiency :

To speed the pace of research, investigator-initiated grants of $35,000
and under that have passed study section merit review should be paid and pre-
sented after the fact to the National Advisory Council (NAC), rather than
awaiting its meetings. The sum of 1 percent of the research appropriations
should be in the hands of the Director who, through science review, can more
flexibly meet emerging science possibilities. We would assume that the advice
and the probity deriving from the RAPU and other advisory mechanisms are used
in choosing how such expenditures are allocated.

Regulatory Impediments in Science Management :

At some point the public must ask whether the essential mission of the

expansion of our knowledge base is overencumbered by regulations that in the

aggregate inflate research costs. Within the government, for example, the
Office of Management and Budget imposes inordinate delay when data has to be

collected from more than nine sources. Questionnaires and survey schedules,
so key to epidemiological and clinical and social research in mental health,
are slowed. The facts are that the Congress had intended an 0MB evaluation
of mandatory collection of information by Federal agencies—not of voluntary
collection of timely scientific data for research purposes.

We have commented on the bureaucratic and regulatory clogging of the en-
tire system in research. Currently the Secretary of DHEW has initiated "Oper-

ation Commonsense .

" We commend attention also to the Commission on Federal
Paperwork (reporting in April, 1977) and the Interagency Task Force on Higher
Education Reporting Reduction (issued in February, 1977). Duplicative and

excessive reporting and the inability of grantees and their institutions to

know where in DHEW to take particular problems, whether in the area of clini-
cal research and its ethical review or otherwise, remains an unsolved and grow-
ing problem. The Commissioners might request that legislative activities be

generally preassessed for their "ecological impact" on the conduct and manage-
ment of research on behalf of the public.
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It is insufficiently appreciated that both the accountability and effi-
cient expenditure of research funds consists of much more than the assurance
that they are not misspent. Every effort must be. made to assure that they are
spent as wisely and productively as the state of the knowledge permits. That
is why we have emphasized the state of the art reviews. In this sense, even
at the highest level, the 0MB and the Presidential Office for Science and Tech-
nology could help in achieving a better balance between fiscal procedures and

mission focus on behalf of truly efficient utilization of funds.

PRIORITIES AND THE RESEARCH PROCESS: BUILDING THE INVESTMENT PORTFOLIO

With more ideas to be sensibly pursued than our resources can support,
priority setting becomes a painful necessity. In the process, some have to be

reordered and some deferred. There is a fundamental design to the arrangement
of a science portfolio and one which has been enormously productive. Ongoing
obligations to past investments for knowledge development account for a large

portion of the research dollar. But new science developments have to be en-
couraged, and shifts in the emphasis accomplished, lest knowledge development
become bureaucratized on the one hand, or politicized on the other.

In deciding how to allocate to priorities, the Director must understand
the clear building-block nature of science. The very opportunity make new
discoveries is contingent on antecedent research. There has always been a

fundamental commitment to develop sciences of the basic processes which under-
lie behavior. This investment now has provided tools, methods, findings, and
theoretical frameworks which are being applied in education, the clinics and
hospitals. Thus learning techniques are being used for the physically and
mentally disabled, and psychopharmacologic research has produced aid both for
Parkinsonism and mental disorders while leading to identification of possible
causal substances and mechanisms that, 30 years ago, were only general specu-
lation. So without a long term investment in basic research as the underpin-
ning of the knowledge base, we would simply have no fuel for the engine of the

future.

Additionally, the science portfolio must be responsive to promising new
developments. Thus 4 years ago, while investment in the opiate receptor had a

high priority and promised a step in understanding the addictions, it would
not have been easy to predict the striking convergence of this work with inde-
pendent research in endocrine polypeptides. Now these polypeptides may be
relevant to a wide 'array of illnesses. The science portfolio must be able to

advance rapidly such convergent findings now in hand.

Many choices on the areas for investment will find wide agreement. There
are others about which highly competent experts will disagree. When this
occurs, the science director has an agenda for action: he can institute in-
quiry or research projects that will qualify the grounds on which there is dis-
agreement and thereby provide the steps which can lead to knowledge that often
transcends as well as clarifies the dispute.

Many requests for research investment may be found on examination to be
best deferred, simply because the research techniques to pursue the problem are
not in hand and must await new science knowledge. Occasionally there are areas
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of high importance and public concern where it could be determined that the
research cannot be pursued because there is no guideline or knowledge base, but
a knowledge base is capable of development. In such cases, the Director can
allocate resources to "seed" activities to develop the adequate methods and the
necessary skilled investigators: this is the task of "knowledge construction."

It is with such considerations in mind that resources are allocated and a

sound and responsive portfolio assembled.

Cost Benefit Ratios in Basic Research: Pay Now—Save Later :

Science directors, in assessing the long and short-term aspects of their
portfolios, must make predictions. Essentially priority setting consists of
highly informed risk taking in which, paradoxically, it is hard to lose I For
example, some estimates are quite obvious. In 1950, the probability that rapid
research progress in the major mental diseases could evolve was, on any scien-
tific account, small. What was clear was that a start should—and could—be
made. Hence an investment in understanding the biochemistry and physiology of
chemicals related to stress was a place to start, and the risk of some sure
gain against maximal gain was small. There, in any event, would be sound rea-
son to understand more about stress related chemicals, and over time this has
evolved into a maximal gain—and to our understanding of the brain neurotrans-
mitters. Similarly the notion was clear that learning mechanisms had much to

do not only with psychopathology and maladaptation, but also with treatment.
Sustained investment in these basic processes has changed today's picture of

therapeutic interventions and their possible applications.

This story and its several morals has been told and retold. We know there
is a cost-benefit of striking payoff as new and salient findings remove one or
another disorder from our hospital and clinics and care systems. It was true
for the development of the vaccine for polio (resting most proximally on sci-
ence work devoted to keeping tissues alive in artificial cultures); for the

disappearance of tuberculosis as an infectious public health danger (in which
the most proximal antecedent research was the interest of microbiologists in

soil bacteria from which emerged the now relevant but unanticipated antibiotic);
and it is true for the enormous costs saved by efficient pharmacotherapies in

psychiatric treatment. For example, lithium, in its first 6 years of use, has

probably saved over $1 billion in costs for hospt ialization of the manic patient,
in addition to minimizing earning loss. Further, rather than 1,000,000 residents
in psychiatric hospitals, 300,000 or so utilize these expensive facilities at

any one time. The role of psychotropic drugs in this cost saving was key.

More specific treatments are foreseen over the next decade. With an applicable
research finding, we annually recoup the research costs, thereafter saving many
times over our research investment. Thus if we pay now, we indeed do save

later I

Credible Research and the Science Portfolio :

Our recommendations have been aimed at steps that would permit us to plan

ahead and have a deliberate assessment of the research portfolio. Whoever wants

knowledge, we believe, wants authentic and truly useful knowledge. It is easy

R 68



1585

to confuse pointedly useful attention to a problem of concern with whether this
is a visible research setting for it. But research is a solid way of problem-
solving, of filling a deficit in organized knowledge and thereby permitting dis-
covery. Research is not the only way by which problems of public concern are
met, or should be. Much of what we do must be based on what we value and think
is appropriate. We must not borrow the sanction of research simply to confirm
our beliefs. We indeed can test our beliefs with research but only when the
problem is a researchable one. Thus if research is to have creditability as
useful knowledge, we must reserve our definitions of research activity for pre-
cisely that function. If we do not, we forsee an erosion in authenticity and
believability that will benefit none. We suggest that it is in the interest
of all of us to observe this fact, since it is clear that in the entire health
research area we have often been using legislative initiatives or constituency
pressures where, in fact, if we had an adjudicatory process we trusted, we could
deliver sound knowledge on behalf of millions in need.

Priority setting for research thus must be consciously executed with a

high order of attention to perceived needs, scientific opportunity and deliber-
ate decision about major projects undertaken. Shifts in accord with the ex*-^

pending base of knowledge must be accommodated. If this happens, we can ex-
pect that our research dollar will yield a higher quantity and quality of
knowledge, and at the same time our research capacity can gain the stability
it needs to maximize its ability to engage in useful problem-solving.

Deliberate and conscientious assessment of publicly perceived concerns may
lead to research allocations, but also to special aggregation or dissemination
of appropriate information, or to referral and advocacy for the agency appro-
priate to the problem to respond. With appropriate attention to diversity of
needs, and to the most useful agency to solve a problem— indeed with planning
for new mechanisms and agencies where the knowledge requires it—we can maxi-
mize our investment in research and its credible utility for problem-solving.

BUDGETARY CONCERNS AND KNOWLEDGE ASSESSMENT

Without substantive judgment, fiscal determinations are an exercise in

fiscal skills detached from mission. Some aspects of the research process
should be appreciated in order to improve the current interactions between
budgetary and substantive judgments. If all funded projects were required to
be "successful," it is highly likely that we would be supporting trivial re-
search and over time would diminish our research capacity.

What is paradoxical is that highly probable outcomes of research are con-
tingent on fundamental research whose specific outcome is most uncertain. It

is hard to "lose" a bet when research advances our knowledge of what is "there"
to be found. In so doing there is sometimes discovery, and sometimes a next
link in some partially completed puzzle. This is the case for a great deal of

fundamental research in both clinical and basic processes. So that while one
cannot specify the exact answer (if so, why do research?), research in fact is

not a high risk bet when there is a framework within which to work. Carefully
prepared hypotheses will always serve to suggest the next step, and that step
may not have at all been preconceived. When this surprise happens, scientists
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then have new and useful information to build on and can generate projects with
an even higher probability of a useful outcome. It is this process that per-
mits unexpected discoveries, connections, and breakthroughs.

The risks to the individual scientist in not producing excellence are
great. Incentives for discovery, precision, and accountability for knowledge
produced are similarly great. So the scientist has a personal investment in
maximizing an efficient output. The rewards are satisfaction, recognition,
and prestige; monetary gain is rarely possible. In understanding these aspects
of the research process, budget officers could be more relevant in their role
of science management.

Prudent fiscal judgments alone cannot determine the science mission. Bud-
gets should be an instrument of policy. Policy should not be determined by
budget, although it inevitably must be constrained by and accountable to bud-
getary concerns. The road map for successfully implementing science policy
requires planning based on the nature of the research process. This is espe-
cially relevant because of the imbalances in the past decade in which budgeting
officers preempted mission assessment, and the budgeting and accounting concerns
began, in fact, to replace policy. Hence the goals of expanding our knowledge
base became distorted. While budget questions sharpen a reassessment of science
policies, such overemphases can make the efficient generation of knowledge

—

the objective we all seek—difficult to obtain.

PROGRAM SUPPORT NEEDS

The scientific management we commend cannot proceed without sufficient
and qualified personnel. Staff for Research Analysis and Policy Units for the
National Advisory Councils, for sophisticated multi-descriptor information
systems to aid in management, must be authorized by Congress to assure a cost
efficient operation. Simply putting a "clamp" on new positions neither solves

the manpower flexibility issue nor advances real solutions to enhanced science

management.

The deleterious effect of Civil Service regulations on the flexibility
of Federal science management has long been noted. It is now a question of

the will of Congress and the Executive to engage the problem and enhance the

ability of the Institutes not only to get the job done, but to get the job done

well

.

Transfer of Science Information :

Both information and technologies derived from research enhance the solu-

tion of pressing problems. The utilization of finding occurs in academic cen-

ters, through a variety of continuing medical education and, especially, pro-

fessional society mechanisms. The ADAMHA Institutes have had a major role in

facilitating this kind of technology transfer, a topic we have previously dis-
cussed. Here we focus on its implications for research management. In health

policy and legislative circles, the topic, "technology transfer," has consi-

derable complexities as to definitions. Essentially the problem is how vast

research Institute activity should be in the development and testing for
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efficacy and safety of new and old treatments. Obviously many new treatments
and improvements in them derive from Federally sponsored fundamental clinical
and basic research. Other health components in government—Veterans Adminis-
tration and Department of Defense, as noted—have (or should have) a role in

these. None doubt that low profit drugs of high social importance (for exam-
ple, narcotic blocking agents) probably have to be assigned to an Institute
to develop data for final use; special additional appropriations might be a

mechanism that recognizes this function and hence preserves the capacity to

study fundamental mechanisms of therapeutic effect and other major missions of

the research Institute.

But there is a sharp difference between initial delineation of safety and
efficacy and large scale demonstration projects. The latter are not appropri-
ate for a research Institute and would inhibit its major mission. Treatment
assessment and health services research can be, and is, sharply designed to

provide generalizable information which the field can then utilize. Continuing
education then takes over. Where regionally situated research centers can ser-
ve for continuing education and need a patient network base for assessment of
treatment, it is appropriate also to demonstrate training in new technologies
to providers.

The guiding principle for budgetary purposes is that the capacity to gain
knowledge should not be at the cost of other equally important missions. Thus
training funds are appropriate for continuing education, although program man-
agers may administer both creatively, and aid both in knowledge generation and
in dissemination. But to keep some clear lines as to budgetary source for

these activities is important. For instance, quality assurance is a health
services mission, not a research mission. We have already distinguished be-
tween program evaluation and systematic general knowledge. Many would util-
ize research to enhance the quality of clinical operations. Where this indeed
would enhance our research capacity in a significant way, the research dollar
should be so expended. But simply improving the morale of State mental health
administrations or regionalizing sites of research activity under the name of
equity rather than knowledge gain is not a maximal use of funds appropriated
explicitly for research.

Because it is important to our national research capacity that talent be

recruited, clinical scholar grants and general research support grants, lo-
cated within academic centers in regionally isolated training centers, might
be worth considering. Both knowledge transmission and the recruitment of new
talent might be enhanced; this requires careful design and budgetary clarity.
Finally, the research enterprise must be able to receive information from the
service field. In part it does this through health services research or

through research that monitors adverse reactions, or through the support of
clinical investigations engendered from the field and encouraged by the Insti-
tute .

THE ROLE OF PHILANTHROPY

In a highly technological society, knowledge is power and access to it

must be widely provided. In the important task of assembling critiques and
state of the art reviews. Directors should be alert to a danger: that the
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authority of government should not replace professional, academic, scholarly,
and clinical responsibility. Accordingly, lay constitutency groups and vigor-
ous and accountable academic societies should consider—"Brookings—type" cri-
tiques and analyses of the data base that can be generated from the field, in-
dependent of government contracts. Strong and vigorous scientific journals
are also an important element in the balance of power in commanding information
resources. So, too, is media education of the public. Here Federal science
policy can aid rather than impede through judicious support.

Knowledge is power and an informed society is a powerful one. But to en-
hance both public education and a diversity of sources of strength in knowledge
assessment, philanthropic and foundation support is needed. Universities must
maintain a capability independent of contingent government contracts, an imper-
ative that increases as the knowledge base expands. The checks and balances
our society needs requires the sensitivity, then, of State governments and of
groups and foundations concerned with science and society, aware of the promise
which new knowledge can bring to enhance health and remediate distress.

Philanthropy and Expanding the Knowledge Base :

In our survey of national resources, we could identify only $11 million
in private sector support of mental health research; there was little in sup-
port of mental illness research. Endowments for junior and senior scholars
in clinical psycuopathology and basic process research for mental health are
minimal but needed. While the data are not finally assembled for academic
medical centers, it is clear that endowment for research facilities and support
for scholars is by far greater in other medical specialties than in psychiatry.
In part this reflects the centuries of isolation of the mentally ill from
health research centers and from the academic leadership that might relate to

the private funding world. In turn, unfamiliarity with the need and potential
exists in many foundations. The notion that if it should be done in this

field, government will do it, contributes to the isolation of foundations from
problems of mental illness. Foundation leaders thus have a general wariness
and unfamiliarity with the opportunities and challenges and resource deficits.

The exapnsion of private support in this underserved private sector of

our research capacity—our ability both to generate, conserve and transmit
knowledge— is recommended. Stimulating this should be a concern of the Commi-
sion as well as Federal officials and the public constituency groups as the

expansion of knowledge and the transfer and sharing of information continues to

evolve.

ADAMHA AND THE PUBLIC HEALTH SERVICE

The ADAMHA Institutes account for at least 50 percent of support for be-

havioral science and mental health research. This investment over the years

has paid off. It is now clearly that brain science and behavioral research
are seen as relevant to a variety of health interests beyond ADAMHA. The

ADAMHA should take credit for its major role in giving momentum to these

developments

.
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But it is not clear at this juncture which among the Institutes will mon-
itor the overall needs, progress and knowledge impact of these rapidly growing
areas. The evolving nature of the knowledge base and responsible assessment
of it entails at the least interaction of ADAMHA with other Institutes. It

also requires ADAMHA to maintain a strong investment in basic process research
needed for its own missions.

Our point is that as knowledge evolves, it is difficult to predict organ-
izationally where ADAMHA ought to be properly located. It is not difficult to

warn that where brain and behavioral sciences are rapidly evolving, and develop-
mental biology and psychobiology as well, science development can fall between
the cracks. For example, 65 percent of NINCDS (National Institute of Neuro-
logical, Communicative Disorders and Stroke) unfunded grants were in basic and

fundamental brain process research; in NIMH, priority scores were so high for

preclinical psychopharmacology grants that only an elect few projects (around
scores of 1.5) among many worthy and promising ones could be funded. Reorgan-
ization must take into account the expanding knowledge base of behavioral and
brain sciences and their widening relevance to a number of different categor-x
ical Institutes.

In staking out these dimensions of the problem, we are aware that we may
be frustrating those who seek a signal from us as to whether ADAMHA should be

fragmented or shifted to NIH. While everyone in the field has a personal opin-
ion, we have not undertaken a review of an organizational framework for carry-
ing out the ADAMHA missions which could stand the test of time within the Pub-
lic Health Service. So we note three factors:

1) The rapidly evolving body of knowledge may appropriately structure
the organizations in idiich research occurs. This evolution may provide a de-
sign for the future, a task that the Assistant Secretary must soon undertake.
We note this because this factor has not emerged clearly in current or past
considerations of reorganizations.

2) The multiple reorganizations of ADAMHA or its Institutes over the past

14 years have often been linked to diffusion rather than heightened focus of
its missions. Today, many perceived social problems of pressing concern are
referred to ADAMHA Institutes since no Institute to undertake these problems
with a special focus has yet been formulated.

3) Because of this evolving situation and the complex span of ADAMHA
activities, it is clear that to currently strengthen and enhance our knowledge
base, strong direction from the Administrator and Directors is needed to bring
a focus and assessment of the research capacity for which they are accountable.

So the future of ADAMHA as an organization cannot, we believe, be consi-
dered without reference to the entire range of health Institutes and their
position within DHEW. What we can call to the Commissioners' attention is the
fact that as this decade proceeds, it is possible that health services and
health planning, along with service provider training, might be moved from the

current ADAMHA Institutes and incorporated into elements currently present
within DHEW. The other highly discussed option is that the ADAMHA research
elements might move back to NIH.
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The Commissioners should help sustain a clear focus on one inescapable
fact: no agency other than ADAMHA is perceived as accountable for the mental
health of the ill and the distress of the healthy and for problems of alcohol
and drug abuse . Any reorganization that would diffuse this accountability
would be a loss for underserved populations. These, then, are some of the fac-
tors which require assessment if the organizational position of ADAMHA is at
issue.

What we have tried clearly to convey is that on behalf of expanding the
knowledge base, a considerable effort is required especially, of ADAMHA Insti-
tutes, for heightened science management. Our research capacity has been
weakened and will be more costly and further weakened if we do not compensate
for the diversity of mission by investing in good science management. It is

obvious that organizations that have a clear focus on the missions assigned to

them can best serve with a high dedication to quality and produce the greatest
gain in knowledge. Each of us have multiple allegiances, but we find it sober-
ing to reflect upon the fact that the constituency of these granting agencies

is not the science disciplines, the academic or provider institutions—or per-
sonnel—nor the grantees. Rather, all are a part of the capacity that acts
through systematic investigations to serve the distressed, and to enhance our

search for improving the human potential.

Conclusions :

Accordingly, in this report we have focused on generic issues that are
intrinsically relevant to a strong research capacity, whatever the organiza-
tional structure implementing this within the Federal Government. These are:

1. Mechanisms to respond and assess perceived need. This, we noted,

requires responsiveness, and capable and imaginative assessments to determine
whether a problem can be approached through research, and whether the aggre-
gate of research investments is affecting perceived needs, and doing so with

a good possibility of payoff. This is the assessment of relevance.

2. Merit assessment. This requires an assessment of ideas and tools,

and how, in the long and in the short term, the desired knowledge can be ad-

vanced by specific investigations.

3. A clear accountability for scarce resources. Believing that knowl-
edge generation is a serious task, we have stressed that accountability de-

pends on excellence. For this, merit review and priority setting in view of

real knowledge opportunities, and recruitment of the brightest ideas and tal-

ent, can achieve optimal accountability for the utilization of resources.
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RESEARCH FUNDING

SUMMARY AND RECOMMENDATIONS

The adequate funding of mental health research is clearly a key element
in ensuring a healthy capacity to generate needed knowledge. Currently the
Federal Government supplies about 88 percent of these research monies and most
through the three ADAMHA Institutes. Thus, it is imperative that they remain
vital and productive in order to continue to probe for answers to the troubling
problems of mental health.

After two decades of growth in knowledge production, however, since 1969
the ADAMHA mental health enterprise has suffered and has found itself pulled
thin to stretch available dollars. The startling facts are:

• Currently only about 20 percent of ADAMHA' s budget goes to

research (down from 50 percent 10-15 years ago).

• ADAMHA' s actual buying power has declined by about 20 percent
since 1969 (NIMH's has dropped by 35 percent), while other health
research and Federal health expenditures grew dramatically.

• The length of time for which grants are funded has decreased over
the past decade. In 1968, 80 percent were funded for four years
and currently only 33 percent receive four-year funding.

• In 1978, 28 cents of every dollar spent on research will go to the

indirect costs of doing that research.

• In 1969, NIMH was unable to fund 15 percent of its grants that were
approved as being of merit. In 1976, this number grew to almost
45 percent.

The total effect is clear: there are fewer people to do the research,
fewer supplies, and outmoded equipment. Further, there is more time consumed
in applying for short term grants, and more time spent assembling and disas-
sembling staffs. And finally, it is obvious that as competition increases and
the duration of grants is shorter—and hence planning less possible—fewer
risks and creative, innovative ideas will be proposed. Problems are tackled
less in depth as the entire research community goes "on hold." Further, with
fewer grants being funded and at clearly inadequate levels, there are fewer
people turning to mental health research as an area in which to apply investi-
gative skills.

This meaningful decline in our research capacity is compounded by an equal
stretching of ADAMHA program support dollars for personnel to meet all the in-

creasing regulatory and reporting steps involved in research management. Also
there has been a loss of intramural scientific personnel as fixed costs con-
tinue to increase for patient care and equipment in these basic and clinical
investigations

.
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This has been the cost, then, of failing to invest—or even to keep up
with inflation—and accumulating new programs while depleting ongoing programs.
We do not find this an adequate way to serve those who are underserved, nor to
achieve or plan for powerful and efficient gains in knowledge.

The President's proposed budget for FY 1979 echoes the wishes of the Pres-
ident's Commission on Mental Health expressed in its September 1977 Preliminary
Report by suggesting increases for NIMH, NIAAA, and NIDA. If endorsed by the
Congress, these will be the first substantial ncreases and will be the first
step toward repairing the damage of the past decade.

The momentum achieved for FY 1979 should be maintained in order for the

increases to continue the effective systematic repair of a decade's damage,
\diile arriving at a base of stable, planned investment in mental health re-
search. The start for FY 1979 can thereby not be the beginning of another
"feast and famine" cycle that has marked some health research funding in the

last decade.

Accordingly, the Research Task Panel has assessed the funding situation
for 1980 in each of the three ADAMHA Institutes, and has attempted to deter-
mine a reasonable and stable funding level related to the problems each Insti-
tute can solve. Each of the three Institutes faces a somewhat different set

of problems and issues:

Recommendations :

For FY 1980 we propose:

1. To rectify the loss to inflation, maintain our research
capacity at a reasonable level and be in accord with
the basic and applied knowledge gains in sight, the

Research Task Panel suggests that the proposed FY 1979

research budget of $135.4 million for the National
Institute of Mental Health be increased by $30 million,

(22 percent) in FY 1980.

2. To bring the research capacity up to a level that be-

gins to match the severity of the problems and knowl-
edge needed, the Research Task Panel suggests that

the proposed FY 1979 research budget of $21.2 million
for the National Institute on Alcohol Abuse and Alco-
holism be increased by $9 million (42.5 percent) for

FY 1980.

3. To allow for needed new research initiatives and pro-

vide for newly mandated but unfunded obligations, the

Research Task Panel suggests that the proposed FY 1979

research budget of $46 million for the National Insti-

tute on Drug Abuse be increased by $9 million (20 per-

cent) for FY 1980.
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4. To aid in alleviating the problem of intermittent re-
search endeavors, and to encourage stability and flexi-
bility, the Research Task Panel suggests the following
mechanisms for managing and planning our mental health
research enterprise:

o forwarding funding to enable programs to plan in

advance and identify monies they could allocate
in a cycle as responsive to investigator initiated
projects

;

• discretionary funds for correction imbalances or for

exploiting new scientific opportunities and meeting
contingencies

;

0 annual unfunded meritorious research supplemental
appropriations for those highly meritorious proposals

~ that have been approved but unfunded;

0 the general research support grants should be revived
to enable young investigators to start on pilot work
or to extend programs of creative investigators.
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RESEARCH FUNDING

The Past to the Present

The Federal Government supports over 88 percent of the Nation's research
in mental health and behavioral disorders, primarily through the three ADAMHA
Institutes. NIMH, the parent Institute, was created in 1946, and, unlike the
other National Institutes of Health, it was legislatively mandated to provide
manpower training, foster clinical services, as well as conduct research rele-
vant to mental health and illness. Research expenditures were almost half of
the $14 million total budget both in 1955, and similarly a decade later when
the budget total was $186 million. By 1969, the trend toward increasing re-
search expenditures had halted and the following 8 years were marked by an
essentially hold level budget at approximately $90-95 million annually. Over
the present decade, almost half of the Nation's research capacity on behalf of
the mentally ill and disabled was erased by inflation. This combination of
level funding and steady inflation poses many of the problems which the Commi-
sion faced in its interim report.

Thus, the proportion of the NIMH budget devoted to research had dropped
from almost 50 percent to around 24 percent. Two new Institutes emerging out
of NIMH by 1974 now show even lower proportions of their budgets devoted to

research; NIAAA allocates about 9 percent and NIDA about 13 percent of the
total budget to expanding the knowledge base.

When the alcohol and drug Institutes were formed, research funds for those
programs were transferred out of the NIMH to the new Institutes. Their depar-
ture left no residual funds within NIMH to be shifted to mental health research.
Even with the creation of two new Institutes, the total research effort of all
three has clearly not matched the buying power of 1969 research dollars when
only NIMH existed (see Chart I, page 78). Nor did the new creation of the

Office of the Administrator of ADAMHA to coordinate and integrate the activi-
ties of the three Institutes provide new funds for work. In ADAMHA, the

Office of the Administrator does not fund nor directly conduct research.

It is not easy to account for this lag in growth and retrenchment in re-
search investment. One might better understand, although certainly not agree
with its wisdom, if total health research activities had experienced a similar
fate. But during the decade (1969-1978) while real dollars for mental health
research drastically declined, both Federal research and development and health
research grew. The total dollars Americans spent for health care more than
tripled from 1965-1975 and the Federal contribution to this increased ten-fold,

from $2.8 billion to $28.6 billion. Most dramatically, in health research the

National Cancer Institute budget increased by $650 million; the National Heart,

Lung, and Blood Institute budget by approximately $275 million. During the

past eight years, the overall NIH Institutes' budgets grew by over $1 billion,
while the NIMH research budget increased by a mere $15 million to a level of

$106.9 million in 1977. The NIDA budget grew by $7 million (from approximately
$27 million in 1972 to $34 million in 1977) and NIAAA research budget increased

by only $7 million as well (from $8 million in 1972 to $15 million in 1977).

Thus the decade showed increased research, health care and Federal R&D support

while in health research ADAMHA was an exception: a 50 percent decrease in the
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Inflation and the

ADAMHA Research Budget
(Amounts in Millions)

o'!—I I I I \ I I I I I

1969 1970 1971 1972 1973 1974 1975 1976 1977 1978 1979

(President's

FISCAL YEAR Budget)

'Based on the NIH Biomedical Deflator for Base Year 1969.

'For comparability with FY 1979, the HIP/CSP program has been excluded from all years, and the NIMH Research Scientist

Development Program included in all years.
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research proportion of the total ADAMHA budget and over 20 percent reduction
in real dollars.

The decrease in real dollars had consequences for the amount, kind, and
quality of research undertaken and accomplished. The evolving knowledge base
from which new discoveries and insights occur is a building process that accumu-
lates more effectively with sustained support than with erratic (or declining)
support. Most observers agree that exciting findings of the past decade were
built on borrowed momentum of the investment of the previous two decades.

The effects of the decade of decline were not documented. There has been
a reduction in the quality and pace of ongoing research that must influence
tomorrow's knowledge gains. Congress over the past decade mandated new research
initiatives while the decline in the major areas of the research portfolio con-
tinued. Technological costs, in fact, as President Carter noted, have accel-
erated even faster than other costs. Thus the bulk of the research dollars had
to be stretched to keep ongoing research in place, while innovative new ideas
and linkage with the evolving body of new knowledge had to go relatively unat-
tended. Even the attempt to stretch the available dollars for major projects
in the span of relevant missions, from childhood disorders to the psychoses,
has been a self-defeating task. Good projects went unfunded and even funded
projects had to be pared down. Over the last 6 years, funded projects on major
disorders, behavioral processes therapy, etc., were systematically cut by an
annual 10 to 12 percent, reducing the scope and slowing the pace even of the

reduced number of funded projects. Almost 50 percent of such promising work
went unfunded; the percent of grants approved but unpaid rose from 15 percent
in 1969 to 43 percent in 1976. Our research capacity has been put "on hold"
for almost a decade.

Other attempts to conserve the declining dollar included drastic reduc-
tions in the length of funded projects. As Chart II, page 80, shows, for

the most highly meritorious grants, 80 percent were once stably funded for 4

years. That proportion is now only 351 As a result, investigators are spend-
ing more time applying for grants, assembling and disassembling research teams,

with fewer tools and less time to plan for sustained output or to conduct actual
research.

The funding period of grants decreased. Further, as Chart III, page 81,

illustrates, as funds remained relatively constant (in current dollars), the

number of projects supported with these dollars has steadily decreased.

Again, this illustrates significant shrinkage in our research capacity in mental

health. The costs of carrying out research have increased. This is reflected

in the proportion of the research dollar going to indirect costs. These indirect

costs have climbed to 26 percent of the FY 1977 awards; for 1978 over 28 cents of

every grant dollar awarded will probably go to cover the indirect costs of

doing research. Thus, inflation and new costs related to administrative and
into legal requirements have eaten both into the size of the research portfolios
of the three Institutes and into their ability to pursue important questions
efficiently.

Decreasing amounts of the NIMH budget provide or replace equipment essen-

tial for carrying out investigations in basic process and clinical research.

We have analyzed responses of individual grantees to the currently common
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Chart II

NIMH

Grant Years Requested
vs

.

Grant Years Funded

Grant Years Requested Percentage Granted as Requested

1968 1 and 2 90%

1977 1 and 2 90%

1968 3 75%
1977 3 67%

1968 4 79%
1977 4 35%

Source - Division of Extramural Research Programs
NIMH
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drastic initial cuts during merit review, as well as the subsequent annual 10

percent reductions that have occurred after initial funding. Most spent more
on personnel and less on both equipment and supplies, simply to keep personnel
in place. Even so, the actual number of personnel working on any one applica-
tion shows a decrease. Inflation at the academic institutions meant mandatory
increases in salary and fringe benefits, as well as increased costs for grants
management, reporting, energy, and the like. Thus, although more money is

expended for personnel, it is expended on fewer persons producing research.

The total effect is clear: there are fewer people to do the research,
fewer supplies, and outmoded equipment. Further, there is more time consumed
in applying for short-term grants, and more time spent assembling and disas-
sembling staffs. And finally, as competition increases and the duration of

grants is shorter—and hence planning less possible—fewer creative and inno-
vative ideas will be proposed. Problems are tackled less in depth as the entire
research community goes "on hold." Further, with fewer grants being funded at
clearly inadequate levels, there are fewer people turning to mental health re-
search as a career.

This, then, is the meaningful decline in our research capacity. It is

compounded by an equal stretching of ADAMHA program support dollars for person-
nel to meet all the increasing regulatory and reporting steps involved in re-
search management. Also, there has been loss of intramural scientific personnel
(and therefore productivity) as fixed costs continue to increase for patient
care and equipment in these prestigious basic and clinical investigations.

This is the price, then, of failing to invest—or even to keep up with
inflation—and accumulating new programs which deplete existing productive
programs. We do not find this an adequate way to serve those who are under-
served, nor to achieve or plan for powerful and efficient gains in knowledge.

The Present to the Future

The Commission, after analysis of these trends and their consequences,
has already made a place for itself in the history of mental health research.
In its September 1977 recommendations for a significant increase in the re-
search budgets of the three ADAMHA Institutes (now reflected in the President's
budget in January 1978), the Commission took account of the decline in NIMH
activity; the fixed and new obligations in the NIMH budget; and new opportun-
ities and requirements for heightened focus on research development in alco-
holism and alcohol abuse. This action serves as a signal to the public and the
field that there is continuing hope through research for learning to prevent and
treat mental illness more effectively and to protect mental health. It is a

clear sign that the country views its mental health research endeavor as pro-
ductive; that it holds great promise— indeed the only real promise—for the
steady improvement of care and ultimate prevention of mental disorder.

This was the first of what we perceive as two interlocked steps needed to

get the Federal mental health research enterprise back to the point where it

can reasonably and optimistically plan a logical research agenda for the decade
of the 1980 's ahead.
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The momentum achieved for FY 1979 should be maintained in order for the
increases to continue the effective systematic repair of a decade’s damage,
while arriving at a base of stable, planned investment in mental health re-
search. The start for FY 1979 can thereby not be the beginning of another
"feast and famine" cycle that has marked some health research funding in the
last decade.

Accordingly, the Research Task Panel has assessed the funding situation
for 1980 in each of the three ADAMHA Institutes, and has attempted to determine
a reasonable and stable funding level. Each of the three Institutes faces a

somewhat different set of problems and issues, which are discussed below, in
arriving at an estimated FY 1980 budget.

There are common objectives for stabilizing the mental health research
capacity that needs attention for FY 1980. First is that the deficits in

needed research manpower have begun to be met and assessed for each of the
major areas in which progress is deemed possible. Secondly

,
the repair and

replacement of equipment
,
and the opportunity to award adequate equipment for

innovative new grants, should be accomplished within the allocations for FY 1979
and 1980. Third

,
ongoing projects of high merit and promise, which have under-

gone annual reductions, must—where merited—be supplemented in order for our
investment to be recouped in maximal knowledge gain. Fourth

,
program costs for

sound management must be attended to. Fifth
,
opportunities for new innovations

,

for taking advantage of clear, viable, and pressing science opportunities,
should be adequately met. Sixth

,
assessment of the research portfolio should

have begun in order to determine more efficient allocations to program missions
according to the feasibility and researchability of the area and their per-
ceived importance. Finally

,
for FY 1980, it would be important for the Commi-

sion to anticipate an expenditure of $1 million in planning funds for a new
ADAMHA intramural research facility. This is a prudent part and initial start
of planning the decade ahead and repairing intramural research capacity. It

is as well a farsighted investment in the evolving brain and behavioral sciences
relevant not only to mental health, but to the range of health institutes in

ADAMHA and NIH. Surely a common issue for all three Institutes is one that the

Research Task Panel had stressed in its interim report and in all of its delib-
erations: the need for stability and an appreciation of the nature of research
as an investment.

NATIONAL INSTITUTE OF MENTAL HEALTH

The President's budget for FY 1979 calls for an NIMH research budget of

$135.4 million. This reflects the Commission's recommendation for a 20 per-

cent increase in mental health research funding. Assuming that the budget

passes the Congress unscathed, the Commission will have brought about the

first substantial funding increase for mental health research in the last de-

cade .

The buying power of the research dollar and loss of program management

and support resources has probably affected NIMH most seriously of the three

ADAMHA Institutes. As the two substance abuse Institutions and then ADAMHA
itself were created out of what was formerly at the NIMH, mental health
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research and program management capacity were eroded with staff and program
support resources for the new Institutes initially drawn from NIMH.

Additionally, the need to rebuild research is most serious in the NIMH.
By any available criterion, the NIMH research program evidences the ravages of
a decade of cutback and lost capacity.

• The percentage of approved research projects that can be funded
has plummeted from about 85 percent in 1969 to 60 percent in

1977.

• Projects that are funded are pruned severely by scientific review
groups, and then regularly have sustained further budged reduc-
tions by staff.

• Indirect cost rates at universities, medical schools, community
service facilities and other research sites have risen to the

point that in 1977, 26 cents of each extramural grant dollar
awarded was spent for light, heat, and other "costs of doing
business;" this is up from 19 cents in 1968.

• In the face of rising equipment costs and science developments
that make good equipment necessary for the solutions of applied
and basic problems, the percentage of awarded funds spent on
equipment in some high technology fields, has dropped, not risen,
from oyer 9 percent to about 2 percent in only 3 years!

• Despite modest increases in 1977 and 1978, the buying power of the

NIMH research budget is only 67 percent of its buying power in

1969, and, even with the Commission's recommended increase in 1979
,

will be only 75 percent of the "break even with 1969" point. See
chart IV, page 85.

• The NIMH Intramural Program, a major clinical research center and
source of clinical research experience for many currently active
researchers, suffers from a declining personnel ceiling, severe
equipment replacement problems and cramped quarters.

• Although most gains in the extramural grant program have been
spent on personnel, the number of persons actually supported via
research grants has declined. This is due to mandatory in-

creases in salary and fringe benefits. Thus, although more money
is spent on personnel, it actually provides for fewer researchers
and technicians.

All of this must be viewed in the context of exciting advances in knowl-
edge. These major opportunities should be incrementally matched with our
research investment. A static or declining response we think would not be

appropriate. Over the past decade the NIMH research program has also been
asked to expand the array of problems and issues it covers. The concept of

what mental health is, is undoubtedly broader in 1978 than at any point in

NIMH's history. Nevertheless, there are real advances across an important
range of problems from service delivery, treatment efficacy, and the impact
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of social and cultural factors, minorities and women, to brain and behavioral
processes, to advances in diagnostic methods, and the understanding of child
psychopathology and the mental health of the aged. In brief there are indeed
outstanding aspects of the research portfolio which with careful assessment
will justify intensified research efforts because they are ready to take use-
ful important next steps.

In the face of nearly a decade of no-growth; exciting science opportun-
ities on many fronts; and pressing issues that require research attention; an

increase in funds in 1980 represents a solid completion of the first positive
step of FY 1979. The proposed FY 1979 increase brings NIMH back to approxi-
mately 75 percent of its 1969 purchasing potential. For maintaining our re-
search capacity at a reasonable level and in accord with the basic and applied
knowledge gains in sight, the Research Task Panel for the pressing reasons
stated above, suggests that the proposed 1979 level by increased by $30 million
or 22 percent to bring the 1980 budget for the Institute to $165 million or 85

percent of the 1969 parity level.

NATIONAL INSTITUTE ON ALCOHOL ABUSE AND ALCOHOLISM

The $5 million recommended increase in the President's FY 1979 budget will
result in the largest increase in the research budget of NIAAA since its incep-
tion as a separate Institute in 1971. But even so, the level of funds entailed
is remarkably low; $21 million total, or 12 percent of the Institute's total
proposed budget. Of the three ADAMHA Institutes, NIAAA spends the smallest
percentage of its total budget on research. Until recently, alcoholism re- *

search needs have been eclipsed by priorities in the treatment and prevention
areas. NIAAA research requires a steady but not dramatic rise in its funding
base in order to both encourage and build needed research manpower and to
develop the knowledge needed to decrease the shockingly high incidence and pre-
valence of alcoholism and the resultant mortality and morbidity.

The infancy of and clear need for an enhanced research capacity in alcohol
abuse is highlighted by the basic nature of the questions that still require
answers.

Researchers in the alcoholism field have now suggested that the craving
for and psychological dependence on alcohol may have a biochemical basis.
Recent research leads to a possible confirmation of this and more sensitive
measurement techniques need to be developed and applied to this hypothesis.
Recent findings also suggest that heavy consumption of alcohol by women during
pregnancy poses a risk to the fetus for mental and physical abnormalities. A
wide variety of studies have been made which now make it possible to determine
the relationship of alcohol abuse to cancer and diseases of the heart and
liver; the effects of alcohol on the maturing brain of the fetus; the role
played by nutrition as well as the interaction between alcohol consumption and
nutritional factors; and the reversibility of these abnormalities. In addition,
recent strong evidence indicates that a predisposition to alcohol is inherited
and basic research is needed to specify the basis of the predisposition. It

is particularly important to assess the various physiochemical factors which
may differ among racial and ethnic groups, and the degree to which identifica-
tion can be made of alcoholic and prealcoholic persons.
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Other immediate extramural research needs include epidemiological studies
to establish an accurate data base; biomedical studies to better understand
tolerance, dependence, and metabolic processes; and psychosocial research to
examine alcohol use and practices among various cultures and subcultures, group
processes associated with behavior and attitude change related to alcohol use,
psychological correlates of alcohol dependence, effectiveness of educational,
intervention and regulatory measures as prevention techniques, and relation-
ships between alcohol abuse and antisocial behavior.

The basic challenge to NIAAA is to build a research capacity by develop-
ment of strong research centers to foster and ignite interest and capability
in this visible field.

Essentially since 1974 the Institute's research effort, as reflected fis-
jj

cally, has not been vigorous.

It could be inferred that this is because the problem is either less
severe or widespread than others. Neither is true. It is estimated that 16 ||

percent to 28 percent of all annual medical admissions in the United States are fi

directly related to alcohol abuse; 20 percent of all U.S. medical costs are
directly related to 5 percent of the population that drastically abuse alcohol.
Surveys show that by the age of 18 years, 40 percent of youth drinkers are
heavy drinkers; 3.3 million youths between the ages of 14-17 years are problem
drinkers; and two out of every five boys and one out of every five girls in

the 12th grade have reported problems from drinking. Add to this the number
of highway fatalities, the excess mortaility rate of 200,000 per year attribu-
table to alcoholism, and the many unproductive and unfulfilled lives, and one

can easily see the severity of the problems associated with the abuse of alco-
hol that does not warrant such a small research effort. For these reasons the i

Research Task Panel recommends an increase of $9 million (or 42.5 percent) for

FY 1980.
jj

We believe there is the leadership and science feasibility to warrant, as

sound planning, a continued effort to bring the research activity and capacity
to a new level. This would provide stability, encourage investigators, and

generate the needed centers of development with a likelihood of acquiring long I

needed answers. The goal is to bring the research component of this area into I

a position which will encourage a solidly designed and sound start. I

NATIONAL INSTITUTE ON DRUG ABUSE

The President's budget for FY 1979 reflects the Commissions ' s request for
j

a $12 million increase in the research budget of the National Institute on

Drug Abuse. This raises the budget to $46 million after being held steady at

$34 million research level for the past 5 years since its creation.

This recommended increase will have a major impact in restoring NIDA's
capacity to advance the understanding of drug abuse prevention and treatment,

but it should be recognized that before research can be expanded greatly, re-
couping of headway lost during the past five years is necessary. Essentially, i

this added $12 million for FY 1979 will restore NIDA's research capacity to ’

the buying power of 1974. In 1974, $12.3 million spent jointly with the White
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House Special Action Office on Drug Abuse Prevention (SOADAP), brought with it

major program commitments, e.g., the development of two treatment drugs which
industry could not develop, LAAM (levo alpha acetylmethadol ) and Naltrexone, a

narcotic antagonist. The continuing obligation to develop these drugs through
preclinical and clinical trials remained long after these special funds were
expended, and represents a continuing pressure on the research budget.

Further new obligations have been incurred. For example, NIDA's intramural
facility, the Addiction Research Center (ARC) at Lexington, Kentucky, was
forced to close its clinical program when the Federal Bureau of Prisons ruled
its Federal prisoners no longer available as research subjects. Moving to a

new location with a population of potential research subjects available for

clinical trails must be rapidly accomplished. This will require an estimated
$4.5 million; these funds have not been budgeted, and may have to be repro-
grammed from current funds. Further, NIDA has been mandated to carry on DOD
drug research, though no new funds have been made available to do this on a

continuing basis.

The inexorable climb of both direct and indirect costs in research bud-
gets has made less monies available to replace deteriorated or obsolete lab-

ware and instruments, a short term "saving" that must then be made up and

proves a wasteful cost in the long run. With increased competition for scarcer
dollars, the number of high quality new projects which can be initiated has
declined dramatically from 84 in 1977 to 30 in 1978, a drop of 64 percent.
The Institute now has to hold over applications, anticipating increased funding,
and discontinue productive ongoing projects, whose staff must then be dis-
persed to be reassembled only at greatly increased startup costs. Some of

these abandoned projects are absolute losses— time, talent, opportunities never
to be recouped. These conditions have, of course, damaged the research commun-
ity as well as NIDA’s research programs.

Management resources have been stretched thin. In NIDA's Division of

Research, 13 Project Officers monitor 593 ongoing active extramural projects
annually, an average of about 32 per person. Continuing restrictions on staff
appointments make monitoring all but perfunctory on some projects. The prob-
lem becomes more acute as the amount of contract research increases, requiring
more intensive staff work. Moreover, the Addiction Research Center has recei-
ved a 10 percent reduction of research personnel, from 102 to 91 positions.

Program support, which includes developing new assay technology; supply
of controlled drugs to researchers; computerized program information, evalua-
tion, and publication activities, have been especially hard hit by low funding
levels. The cost of applying computer technology for program and data analysis,
sponsoring technical review meetings, developing evaluation and publication
programs, and the price of assaying and supplying drugs have all risen. For
example, although NIDA has developed technology applicable to a roadside detec-
tion test of marijuana, the final development and roadside trials of the test
have been delayed pending availability of funds.

In FY 1979 NIDA will fund delayed DOD-inaugurated drug abuse research,
especially a program for the quantitative and qualitative measurement of drug-
impaired performance in humans, particularly driving impairment. Once under-
way, development of portable detection methods will become a major program
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effort. In addition, a publication program to disseminate research results
has been developed over the last 2 years but requires funds to be an effective
aid

.

New monies will allow NIDA to implement a long delayed backlog of essen-
tial activities— for expanding the National Survey, in prevention research,
substance abuse, crime and drugs, smoking behavior, and phencyclidine and inha-
lent abuse.

NIDA should reopen the Center program to include new Centers in behavioral
medicine, prevention, and smoking behavior research. Centers already funded
have fostered research breakthroughs important for drug abuse research goals and
beyond. Among the most notable of these has been the identification of opiate-
specific receptors and endogenous morphine-like substances. However

,
these

breakthroughs have not at all been fully developed, from lack of funding to

study their possible clinical implications for the pathogensis, treatment, and
prevention of narcotic addiction.

The Research Task Panel believes these additional resources, while sub-
stantial, can be effectively managed and intelligently spent. Over the past 2

years the Extramural Research Division has developed a remarkable step in plan-
ning and management. This is a program objective and analysis system for iden-
tifying research progress, gaps, and needs. This capability is complemented by
a newly established Research Analysis and Utilization System to gather, assess,
and integrate research findings directed toward two basic questions: What do

we know? What should be done? The emphasis on objectives in the first case
keeps research responsive to those public problems which are the Institute's
mission to help alleviate; the emphasis on findings in the second case helps
ensure that what the Institute knows will be put to appropriate use. If fund-
ing and personnel are available to test and develop these initial efforts al-

ready begun, an operations research and analysis unit—our key recommendation
for sound management—could be started to oversee research analysis, utiliza-
tion, and planning.

The research program of NIDA since 1974, has been a combination of limited

initiatives and holding actions pent in by budget restrictions and shrinking

dollars stretched by newly mandated but unfunded obligations. Tight fiscal

control, careful management, discriminating scientific advice have helped make
good use of funds available. The FY 1979 budget recommendation augers the

chance to refurbish a thinspread but productive research program. A FY 1980

budget should allow shoring the thin fronts and advancing in the areas of

promise that we have singled out, and should be $9 million or about a 20 per-

cent increase from FY 1979.

ADAMHA INTRAMURAL RESEARCH

Currently ADAMHA' s intramural facilities are scattered at four sites.

Both NIAAA and NIDA require new intramural facilities and the NIMH Intramural

Program has remained static in its space utilization on the Bethesda campus

since the mid-1960's and currently needs space for children, aging and beha-

vior science research. Joining of the three ADAMHA Institutes has been
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recommended to enhance the research and exchange of excellence, bringing to-
gether a critical mass.

However space on the NIH campus is limited and there are commitments for

future buildings for NICHD (National Institute of Child Health and Human Develop-
ment), and NIA (National Institute on Aging). A facility devoted solely to

ADAMHA is unlikely without support from NIH as "landlord and property owner."
Yet both ADAMHA and NIH have a deep concern for the development of brain and
behavioral sciences as well as issues of clinical and basic research in sub-
stance use and abuse, and behavioral medicine.

Thus the interests of NINCDS, NIH, NICHD, NEI (National Eye Institute),
and even certain segments of NHLBI (National Heart, Lung, and Blood Institute),
NIAMDD (National Institute of Arthritis, Metabolism, and Digestive Diseases),
and NCI (National Cancer Institute), are directly concerned with investigations
of brain behavior.

We believe sound planning policy would build on these shared interests.
A facility is envisaged for the brain, behavior, and substance abuse sciences
including laboratories in basic sciences of psychology, developmental biology,
psychobiology, developmental psychology, and sociology. It would be operated
conjointly by ADAMHA and NIH in the model of the facilities now shared with the
NIMH Intramural Program: NIH and the Division of Biological Standards should
be looked into. Long before now it was well recognized that such facilities
were needed. Looking ahead for the next decades, we see it timely now to plan
for their emplacement within the campus of what is recognized as the largest
specialized medical research facility in the world.

PLANNING FOR THE FUTURE

Throughout, the Research Task Panel has emphasized the need for sound
planning and a long-range view of mental health research needs. If one can
sketch out the major directions and public health issues for the research enter-
prise, and determine a reasonable range or order of magnitude for research sup-
port, then the truly difficult task of suballocating and maximizing the expen-
ditures according to perceived public need and science feasibility can proceed.
Ultimately these are matters of value and choice which are difficult enough to

reconcile. But with the general level of investment in knowledge approximated

—

a fiscal expression of the worth of it all— it becomes possible to determine
specifically cost efficacious steps in a priority setting.

The panel was asked to examine the current state of affairs in the mental
health research endeavor and as a result, in our August 1977 interim report and
again in this document, has recommended modest but vital increases in the re-
search budgets of the three ADAMHA Institutes to repair the damages that re-
sulted from the reduction in our research capacity and from a decade of neglect.
With this continued reparation for FY 1980, we now feel that the mental health
research establishment is arriving at a floor from which stable and efficient
research growth and priority allocations and reallocations can thereafter pro-
ceed .
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The question at hand, then, is how to best plan and provide fiscal guide-
posts for the generation of needed knowledge to ensure a capacity for solving
problems over the coming decades. In earlier chapters, we addressed problems
and needs related to manpower and the research management essential to ratio-
nally plan how research will be directed to maximize the knowledge gain.

The planning for adequate distribution and suballocation of funding is not
a simple matter if done responsibly. It entails regular assessments of the
"state of the art" of the knowledge base and assessments of the research enter-
prise's capacity to efficiently utilize given amounts of money. It entails the
questions of what we know and how well and who next to proceed to our knowledge
goal with the findings in hand. When there are more questions that can be an-
swered than resources then the question of "adequate" R&D investment levels re-
curs. Policymakers when faced with this task often rely on "benchmarks" to
gauge their overall allocation.

Essentially there are two modes of approach—formulas that set research
support as a percentage of some index such as the public cost of illness, total
national costs, number of patients under care or the costs per individual—and
comparisons of increases or decreases in mental health and scientific fields.
The Mental Health Association uses a formula approach, and recommends that the

Nation should aim to invest 5 percent (an average figure that industry uses for

reinvestment) of the public cost of treating mental illness (about $8 billion
annually). This would require a mental health research effort of $400 million.
If the total treatment cost (public and private) of $17 billion were used as

the base, a 5 percent investment would require $850 millioni Comparing the

current NIMH research budget of $112 million in FY 1978 we are investing only

1.4 percent of the public cost of treating mental illness on solving the prob-
lems themselves. If we were to include the costs associated with alcohol and
drug abuse, and compare it to the total ADAMHA research budget, the percentage
would be even smaller.

Several suggestions have been set forth in the past to aid in alleviating
this problem of intermittent research endeavors. Stability and flexibility
seem to be the major attributes of the management of our research capacity that

are most valued both by policy and research personnel.

One recommendation is some form of long-term or forward funding of extra-
mural grant programs. This would enable programs to plan in advance and to

identify the monies they could allocate in a cycle as responsive to investiga-
tor initiated projects, and the total system might be more stable rather than

dependent on "guesses" of what the Congressional appropriation would be. Pre-

cedent exists for "forward fund ing " in certain high priority programs, as, for

example, within the Department of Defense.

The Director of NIMH and Administrator of ADAMHA should have discretionary

funds included in their appropriations, amounting to not more than 1 percent of

the budget. This then could be assigned to one or more of the institutes for

correcting imbalances or for exploiting new scientific opportunities and meeting

contingenc ies

.
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Such dollars could rapidly be applied to ongoing grants as administrative
supplemental awards when equipment fails or some clear step in a good project
has run into unanticipated obstacles. The aim is to enhance the efficiency of

the initial investment for knowledge gain.

An innovative new method by which important increases might be awarded has

been discussed by our panel. In those areas, where highly meritorious propo-
sals have been approved but unfunded, an annual supplemental Congressional
appropriation could be made for "unfunded meritorious research ". This would
require advisory groups at every level to agree as to the methods of

cross-disciplinary evaluation and would mandate some standardized method of

initial review group recommendations. It would provide administrative savings
for both the Institute and applicant and enhance stability of functions.

We have warned against "feast and famine" funding. Yet new funds are
sometimes mandated by Congress. They may not initially always be well spent.

If meritorious but unfunded projects could be held over and funded in the sub-

sequent year with the new funds, or if older and very productive projects could
be extended for a year or two with new dollars the new funding could be sen-

sibly managed rather than incurring long-term obligations before there is ade-

quate assessment of the most efficient ways to accomplish the Congressional
mandate . An alternative, RAPU has been previously discussed.

A suggestion has been to revive the general research support grants (GRSG)
program. Based on the proportion of peer review projects that are currently
being paid at a given research institution, these funds are dispersed through
peer review within the academic centers to enable young investigators to start
on pilot work or to extend programs of creative investigators. These funds
have in the past been cost-effective and with minimal administrative burdens
have supported innovative ideas. They provide for a sound, flexible research
environment which we believe is productive. Attention to institutional sta-

bility and flexibility— the "field" capacity is needed .

Regardless of the approach taken and the details of formulas, estimates,
and comparisons, it is clear that our current national investment in mental
health research falls below any reasonable gauge. Given this fact; given the
array of scientific opportunities detailed in the state of the art papers; and
given the changes the ADAMHA institutes can make to improve research management,
the Task Panel recommends that the research budget for 1980 be geared to con^
tinued rebuilding of research buying power lost in the last decade and to sus-
taining the momentum begun in 1979. Then the Nation can invest in expanding
the knowledge base at a rate generally commensurate with other health research
efforts. In our opinion, a phased, 2-year period in 1979 and 1980 to rebuild
and restore our research capacity is a reasonable and necessary prelude to
stable funding policies in the next decade. It is our hope that we can share
with the public the promise ahead and the need as well to sustain a coherent
capacity for research that with invention and management can maximize our re-
sources for knowledge gain. To increase our capacity to wisely estimate that,

we have recommended science assessment of our fund of knowledge and what it can
yield, as the essential steps in future plans.
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"ANATOMY" OF MENTAL HEALTH RESEARCH

1. "Anatomy" of Sources of Research Funding

2. ADAMHA Research "Anatomy"

3. Research Manpower "Anatomy"

4. "Anatomy" of NIMH Minority Related Research Funding
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"ANATOMY" OF SOURCES OF RESEARCH FUNDING

Funding Anatomy

To provide an accurate overall picture of the size and scope of the Na-
tion's mental health related research efforts, we attempted to ascertain both
the dollar amounts and the nature of the projects that are supported in Federal
and State governments and private, nonprofit foundations. The hope would be

that such an analysis would provide baseline information to enhance science
management, resource allocation decisions, and better coordinate the total re-
search effort.

The status of the information generated is entirely inadequate either for

science managers or for public assessments of this "measure" of the research
activity level. Even within a categorical disease Institute, it is intrinsi-
cally not easy to classify different projects; a basic science project may be

useful for depression, schizophrenia, and neurosis, etc. Our assessment that
one must be cautious so as not to over-or underestimate any individual agency's
level of activity and/or capacity, and not be misled about the size of the ef-
fort, was endorsed by several previous concerned efforts (see NIMH) to come to

an overall picture of what aspects of health are impacted by the funding agen-
cies .

What are the problems in creating a useful data base? The first is that
of definition—-one agency's research is another's service or demonstration pro-
gram. The definition of mental health research is intrinsically not precise;
definitions of what kind of information-gathering is indeed research for knowl-
edge building and information for management purposes can pose yet another prob-
lem for the computer in classifying projects. Much of the research described
as behavioral, psychological, social or "mental health" in our broad sweep sim-
ply had to do with attitudes, or the human factors (consumer satisfaction) that
might enhance an agency's function.

In compiling these summary figures, we defined mental health research very
broadly to ensure inclusiveness. Definitional categories around which informa-
tion was retrieved included: "biological and physiological processes, ecologi-
cal processes, social and cultural processes, mental illness and behavior dis-
orders, drug abuse, alcoholism, social problems, treatment techniques, organi-
zation and delivery of services, and research information."

What sources provided the input? Some came from the National Science
Foundation which catalogs input from several of the DHEW components of govern-
ment. The National Academy of Science's recent study on the Veterans Adminis-
tration and the National Institute of Mental Health's supported contract sur-
vey of State supported research provided data. The most complete and informa-
tive resource was found in the Smithsonian Science Information Exchange (SSIE).
This collects information on individual research projects throughout the Na-
tion and is the major source of the data.

Please note the limitations of this data: (a) the definitional issue of

research or information gathering exists here as elsewhere; (b) the entry of
projects into the system by research sponsoring agencies is not mandatory

—
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reporting practices vary; and (c) not all projects listed are accompanied by
dollar values (particularly when an agency conducts intramural research). In
talking with science administrators, we realize that often there is behavioral
research which might be mental health related (e.g., education and "risk reduc-
tion" programs directed at changing behavior) that are "buried" within larger
multimillion dollar demonstration grants in the Cancer and Heart Institutes.
These activities did not necessarily show up in our tally.

Both the adequacy of such information, as well as the efficiency in get-
ting useful knowledge from the data base, are thus at issue. Science admin-
istrators who really want data to solve a focused problem and find out just
what activities within all of HEW are relevant to, say, alcohol or aging, have
to sit down and hand sort the computer printouts, and speak with different pro-
gram directors. In brief, the data base has to be reviewed by someone ready
to utilize it for the purposes of creating a knowledgeable picture of the

state-of-the-art. If an Institute Director wishes to know what we are doing
in schizophrenia, within his own Institute he would need a good "input system"
across the different kinds of research. He would have to examine the portfo-
lio of grants very carefully to arrive at some reasonable dollar figure that
would be meaningful to the real and actual question: Is the activity in these
areas sufficient to the research opportunities and the needs for knowledge ?

(For example, he may need a data base responsive to the question of a group of

parents who say "let's understand what we are doing in schizophrenia and how
much it means.")

What did we find? Globally mental health and behavioral research was re-
ported in HEW through ADAMHA, NIH and various elements under the Assistant
Secretary's direction. NIH now has an ad hoc study section reviewing 40-50

grants/cycle in "behavioral medicine," and expends $6 million. Some mental
health and mental illness research may be found in the DOD; VA; NSF : and some

smattering in primarily nonhealth related agencies and departments of govern-
ment. There is a State and local government component as well, and finally
research activity is supported through private foundations and hospitals. The
"Summary Chart" summarizes these. Essentially: It shows that the source of

mental health and behavioral science support is about 50 percent at ADAMHA, 3

percent at the Veterans Administration, 8 percent State governments, 88.7 per-

cent is federally supported, and only 3.5 percent—about $11 million— is from

private nonprofit sources.

Our conclusions are:

(1) State-of-the-art review and substantively informed assessments as to

the impact of the research efforts on knowledge objectives are key no matter
how adequate the information systems.

(2) There is no central agency responsible for accumulating and tracking re-

search, particularly for mental health research, and an accurate assessment of

the overall size of the effort is not possible with present resources.

(3) For managerial, programmatic, and resource allocation purposes, it

is difficult to say much that is useful from the data. The information does

not enhance the knowledge base or the utility of knowledge to be transferred

and thus change the way investigators or Directors might want to undertake a
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particular task. A better method of approach for that would be a thorough in-

terview and examination of various Institutes and organizational elements and

their own programs.

(4) Science officers within the HEW Institutes—Public Health Service
Institutes—use informal consultations among Institute Directors; occasionally
trans-institute or cross-institute committees or task forces meet; papers may be

commissioned; in some instances there is a coordinated initiative from the Assis-
tant Secretary for Health or Secretary's Office (currently there is a committee
trying to find out about prevention in this way). Occasionally one Institute can
"add on" in order to get a "piece" from an ongoing survey—say by HSA—or re-
search. We are unsure about cofunding between Institutes but some dollar
transfers appear possible. The key operating mechanism linking ADAMHA and NIH
in implementing research ideas that arrive from the field (as grant requests)
is the guidebook of the Division of Research Grants (DRG), which receives and

assigns all grants to the relevant NIH and ADAMHA Institutes for merit review.
The guidelines prepared for DRG by the Institutes are reviewed and negotiated;
an entering grant can pass to both the appropriate review and funding bodies.
If two Institutes might be interested, it is possible to assign a primary
accountable institute and a secondary one which can "follow" the procedures
and hence track a development.

While task forces and trans-institute committees and informal negotia-
tions are apparently useful devices, we conclude that the total Federal effort
could be better managed and understood if more accurate information were
gathered on an annual basis. Someone must share the direct responsibility for

gathering and managing information. This, in turn, could lead to greater
accountability without our Federal Government spending its research money. An
implementing mechanism might be devised by the Office of the Assistant Secre-
tary for Health.

(5) Private sector support—3.5 percent of the total— is shockingly low .

This is not healthy in a society which so generously donates to research in
cancer, cardivascular

,
and other major illness .

(6) Industry and unions do support some research related to productivity
and absenteeism and the cost/benefit of delivering mental health care to em-
ployees. Alcoholism and family support programs, work, and retirement coun-
seling are sometimes available and cohort and epidemiological and psychosocial
studies are conceivably possible and should be encouraged.

(7) The three ADAMHA Institutes need a multidescr iptive data system, one
allowing cross-classification so that there are different cuts to be made to

retrieve the data . This would enable the retrieval of data about diseases,
minorities and/or age groups, about biologic psychological process research
and the like. Thus, there is a need for a system with common data elements
across all ADAMHA. A better picture of the national mental health research
effort would be beneficial; a precise "map" of the mental health research
terrain is difficult, but more concentrated effort on the research scene
nationally would be worthwhile. For this, the Institute Directors of ADAMHA
need increased program support funds. This kind of information system would
strengthen the capacity for assessment and utilizing the vast health data
systems throughout government.
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(8) Such systems and surveys conducted by other elements of health rarely
ask for input from knowledgeable experts within ADAMHA or Institutes . The
Assistant Secretary and ADAMHA administrator could review this issue, and the
Secretary should consider increased rather than decreased funding for such in-
formation systems.

(9) Mental illness research is and should be the accountability of NIMH,
as no other elements are signally funding it. The Veterans Administration
spends about $9 million of $100 million for behavioral science, perhaps $3

million on illness—out of this total VA research budget. This is inadequate
to the opportunity and need when approximately one-third of the patients are
in VA psychiatric services.
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SUMMARY CHART

"Anatomy" of Mental Health Research Funding ^

FY 1976

Amount
(in millions) Percent

Health, Education, and Welfare (HEW) $220 69

Alcohol, Drug Abuse and Mental
Health Administration (ADAMHA)^ (148) (47)

NIAAA (11) (3)

NIDA (35) (11)

NIMH (102) (32)

National Institutes of Health (NIH) (54) (17)

Other HEW (Office of Human Development,
Health Resources Administration, etc.) (18) (6)

National Science Foundation 6

Veterans Administration (VA) _9 3

Department of Defense (DOD) 4

Other Federal Departments and Agencies
(Agriculture, Justice, EPA, etc.) W 6

State Governments ^ 8

Private Foundations 11 3

TOTAL $317 100%

^ Only NIMH concentrates on mental illness research, although the VA includes
some research on the major mental disorders. Research in other agencies tends
to be similar to the basic process portions of the ADAMHA portfolio, e.g., DOD
work on stress and human performance; NSF research on basic human functioning.

2 ADAMHA figures are FY 1977.

R 98



1616

ADAMHA RESEARCH "ANATOMY"

The charts that follow describe ADAMHA research programs. They include
data on the percentage of funds in ADAMHA and the three Institutes which are
devoted to research. For each of the Institutes, information is included about
program mechanisms used to support research, and major categories of research
emphasis

.

Several matters should be understood as one reads these charts:

* The ADAMHA administrator does not fund nor directly conduct re-
search; he coordinates and integrates the component Institutes.

* NIAAA originated as the National Center for Prevention and Control
of Alcoholism within NIMH in 1966. It became an Institute in 1971,
with a research budget of $6 million.

« Investigator-initiated grants are the major source of new ideas
but contracts are used for the initiation of new programs and
for support activities.

* Grants are peer reviewed by scientific experts; contracts are
usually reviewed by Federal officials and outside proposal
readers.

* Intramural programs get "advice" from outside counselors.

* National Advisory Councils (of laymen and experts) approve all

research grants to be funded.

* NIDA originated as the Center for Studies of Narcotic Addiction
andciDrug Abuse in NIMH. It became an Institute in 1974, with a

$34 million research budget. When NIDA was formed, drug research
funds were transferred from the NIMH; there was not "residual"
money for NIMH.
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ADAMHA Obligations, FY 1977,

($885.3 miilion)

by Organizational Component
(Amounts in Millions)

Amount Percent

NIAAA $161.1 18

NIDA 260.7 29

NiMH 455.9 52

Office of the

Administrator (OA) 7.6 1

Total $885.3 100
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ADAMHA Obligations, FY 1977,

($885.3 million)

by Program Activity
(Amounts in Millions)

Amount Percent

Research $157.7 18

Services 562.4 63

Training 102.9 12

Program
Management 62.3 7

Total $885.3 100
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NIAAA Obligations, FY 1977,

($161.1 miliion)

by Program Activity
(Amounts in Millions)

Amount Percent

Research $ 14.8 9

Services . 129.8 81

Training 7.2 4

Program
Management 9.3 6

Total $161.1 100
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NIAAA Research, FY 1977,

($14.8 million)

by Program Mechanism
(Amounts in Millions)

Amount Percent

Research Grants $9.8 66

Contracts 2.5 . .• 17

Intramural 1.9 13

Other 6 4

Total $14.8 100
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NIAAA Research, FY 1977

Percent

Biomedical 62

Animal Models of DependenceATolerance 4

Behavioral 5

Treatment 9

Social/Anthropological 14

Other 6

Total 100

Source; FY 1977 Funds
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NIDA Obligations, FY 1977,

($260.7 million)

by Program Activity
(Amounts in Millions)

Amount

Research $ 34.0

Services 200.0

Training 10.0

Program
Management 16.7

Total $260.7

Percent

. 13

. 77

. 4

100

R 110



1628

NIDA Research, FY 1977,

($34.0 million)

by Program Mechanism
(Amounts in Millions)

Amount Percent

Extramural Grants $25.1 74

Contracts 6.4 19

Intramural 2.5 7

Total $34.0 100
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NIDA RESEARCH, FY 1977

Percent

Epidemiology 8

Etiology 6

Drug Hazards 13

Prevention 3

Treatment 14

Basic Research 39

Research Support 17

Total 100

Source; FY 1 977 Funds

R 112
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NIMH Obligations, FY 1977,

($455.9 million)

by Program Activity
(Amounts in Millions)

Amount Percent

Research $108.9 24

Services 232.6 51

Training 85.7 19

Program
Management 28.7 6

Total $455.9 100
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NIMH Research Obligations, FY 1977,

($108.9 million)

by Program Mechanism
(Amounts in Millions)

Amount

Extramural Grants $76.1

Contracts 2.8

Intramural 23.2

other

Total

Percent

. 70

. 3

. 21

Hospital Improvement/
Community Support Program .... 4.9 4

1.9

$108.9 100
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NIMH Extramural Research

by Primary Mental Health Problem Studied

1633

42%: primary focus on mental illness

19%: primary focus on social issues/life events

39%: primary focus on basic processes

*Social problems and issues” includes studies of criminality, juvenile delinquency, violent behavior including rape, and the

impact of racial, sexual, or ethnic discrimination. “Life events” includes research on bereavement, divorce, retirement,

sexual dysfunction, etc.

Source; FY 1976 Funds
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NIMH Extramural Research

by Research Approach
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Source; FY 1976 Funds
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NIMH Extramural Research

by Discipline of Principal Investigator

Source; FY 1976 Funds
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NIMH Extramural Research

by Type of Sponsoring Institution

Source; FY 1976 Funds
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NIMH Intramural Research

by Primary Mental Health Problem Studied

Source; FY 1976 Funds
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NIMH Intramural Research

by Research Approach

Source; FY 1976 Funds
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RESEARCH MANPOWER "ANATOMY"
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"ANATOMY" OF NIMH MINORITY RELATED RESEARCH FUNDING

In the last 30 years, research on mental health of minority populations
has centered on social, personal, and demographic characteristics that draw
attention to the health status of individuals within minority groups. When
these kinds of data are compiled or aggregated, they give a picture (however
tentative) of the mental health status of the relevant population. This re-
search has been of some value in helping to locate a selective part of the pop-
ulation where certain conditions take a great toll as, for example, in the

unemployed heads of household, or the spouse of the heroin addict.

However, only in the recent past has research begun to shift focus to the

organizational and institutional context of the mental health of a given popu-
lation, and in particular, to that context as it relates to members of racial
and ethnic minorities. Despire the now increasingly popular usage of such
terms as "institutional racism" there is very little in the way of systematic
research to help identify the ways in which the routine and normal practices
of institutions may act to produce stress, anxiety, and abnormal states for

individuals

.

We know less than we should about what it means when institutions ratify
the notion that intelligence test scores reflect a generally reliable intelli-
gence, even if we are aware of the role of these institutions in creating and
sustaining such notions. Similarly, the routine practices of public agencies
(welfare, housing, unemployment) and private sources (banks) that deal with
minorities on a daily and specific basis bear further investigation for the
possibility of establishing links between potential systematic connection of
"normal" practice of organizations and the general stress upon select popula-
tions that they serve. A few pioneering works in this area need replication
and development.

Many minority members are at increased risk for various health and mental
health disorders. The impact of multiple stresses in contributing to vulner-
ability has been demonstrated, but few studies have examined the strengths and
adaptive capacity of various minority members and their families which to some
extent spare them from disorder. Such information would be critically impor-
tant in understanding the specific importance of various risk factors and in
the design of interventions to limit such factors (e.g., adequate neonatal
care; day care and educational stimulation programs; role of active group
membership in churches, etc.).

Specific cultural characteristics of minority group members may be misun-
derstood by the majority population, leading either to over or underestimates
of disorder. These problems are not subject to simple correction. For example,
some extremely competent investigators have spent years attempting to develop
instruments that are not culturally biased for use in epidemiological samples.

NIMH clearly supports the bulk of minority-related mental health research.
In FY 1976, it made 98 awards for approximately $7.5 million. This represents
about. 11 percent of all NIMH awards. The Center for Minority Group Mental
Health Programs supports one-third of these and over 40 percent of all the

I minority investigators supported by NIMH. Research into problems related to

Blacks, Hispanics, Asian-Amer leans
,
and native Americans are supported.
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The support of research relevant to minority mental health occurs in other
centers and divisions. Minority group members suffer disproportionally from
psychotic illness and other disorders, and epidemiological, basic and clinical
research efforts can be expected to be useful in addressing major problems of

concern.
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NIMH Minority Relevant Research
FY 1976

(in thousands)

NIMH without CMGMHP

66 awards $4, 504. 3

Percent of all NIMH Research Grants

-Awards

Funds

By Relevance Category

Major Relevance

Partial Relevance

General Relevance

S'lbject/Population Relevance

By Minority Group of Main Focus

Blacks

Hispanic

-Asian -American

Native American

Multiple

Other

NIMH with CMGMHP

98 awards $7, 690. 9

8 % 11%

7% 12%

45% 63%

35% 24%

13% 9%

6% 4%

39% 39%

11 % 16%

2% 6%

4% 6%

30% 25%

14% 8%

Center for Minority Group Mental Health Programs (CMGMHP)
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PREFACE

As can be gleaned from the Table of Contents, the vignettes of substan-
tive research problems are arranged under five major areas. These areas are
artificially separated for the purpose of presentation. In actuality, all
are interrelated, interactive, and feed information laterally, allowing for
further knowledge construction.

These overviews were planned to give the reader a global picture of some
of the substantive "problems" of public concern and some of the research re-
lated to them. Neither the scope nor resources of this panel allowed for the

inclusion of all relevant research problems and viewpoints—and indeed many
are missing. These overviews will however often indicate the use of basic
process knowledge in specific areas of study. We hope they may exemplify the

use of various research methods in addition to informationally conveying some
views of our current understanding of the nature of problems and methods of

dealing with them. Some (by no means, all) of the future directions which
need to be pursued to further our understanding and resolution of these prob-
lems are also indicated.

These brief reports to the Commissioners are then not intended as com-
prehensive or definitive summations of all knowledge known or worth knowing.
To span all mental health research topics and interests, the nuances, pur-
pose, and intent of many investigators and research disciplines would require
a different format and purpose than was our charge. Our major focus on pro-
cedure and policy did require some glimpse of the topics of research concern,
and these vignettes were assembled simply to serve that overall function.
They were prepared by different panelists and colleages and represent respon-
sible but not necessarily representative viewpoints.
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BASIC PROCESSES RESEARCH

BIOLOGICAL PROCESSES

In this report to the Coininission, "Basic Pv.esearch" in mental health is

defined as that body of research which seeks to understand the normative
operations and functions of the nervous system (neuroscience) and the bio-
logical basis of behavior (psychobiology). These scientific fields form a

continuum of investigative disciplines ranging from the molecular level to

the analysis of complex behaviors. As a whole, this set of scientific re-

searches provides a fundamental base on which to detect and diagnose biolog-
ical events which accompany or cause neurologic and mental illnesses and by

which to develop therapies which can palliate, cure, or prevent those ill-

nesses. Although the field of neuroscience could be defined so broadly as to

include psychobiology as well, in the following material we arbitrarily draw
a boundary based upon the method of analysis: when the index measured per-
tains to molecules, cells, cell ensembles, or related biochemical, physio-
logical, or structural properties, it is considered "neuroscience." When the

index is based upon the behavior of a whole animal, the research field is

covered under "psychobiology."

This report on the neurosciences deals with four major focal points of

research:

1. How nerve cells communicate.

2. How nerve circuits develop and are maintained.

3. How the brain watches and controls the body.

4. How the brain learns and remembers.

How Nerve Cells Communicate

When people talk they use words, and the meanings of these words are
colored by the tone of our voice, facial expressions, and hand gestures, and
by the context of what we have just said. When nerve cells communicate, they
use chemical substances called neurotransmitters to pass on specific excita-
tory and inhibitory messages, and to emphasize the importance of certain bits
of information while suppressing others. While you are reading this page you
are only dimly aware of the hardness of the chair or the color of the table
top because you are focusing your attention on the printed page. The act of

looking at the page, transforming the black ink symbols into symbolic abstrac-
tions which provide language clues and which many readers will hear as they
read being sounded out in their heads all represent billions of neurons com-
municating through rapid chemical messages. These chemical messages not only
allow you to receive the information contained in the printed text, they may
also evoke from you emotional responses like excitement or confusion. Both
the message and the emotion come about through the chemical communications
between nerve cells.
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Although scientists have suspected that neurons coiranunicate chemically
for most of this century, we have not known until recently how much we did
not know about the richness of the chemical messenger system. For the first
half of this century, in fact, almost all attention was placed upon the study
of the neural chemical messengers which activate our muscles and other glands
and organ systems. The two skeletal and vegetative nerve chemical messengers,
acetylcholine and noradrenaline, were all that seemed to be required for full
operation. These neurotransmitters were also found to be present in the
brain, but when measured in various subdivisions of the brain they occurred
in amounts which varied widely. This variation from place to place in the
brain led scientists to suspect that these two chemical messengers were not
equally powerful in providing the full range of communicative interactions
between nerve cells. We now believe that those two substances probably re-
present less than 1 percent of all the chemicals present in the brain.

The more the process of chemical communication is studied, the more
scientists come to appreciate the enormity of the problem and the obstacles
to be overcome. Finding that the chemicals acetylcholine and noradrenaline
were present in the brain was possible because these substances were already
identified from the studies on the nerves to muscles and glands. But how
do you discover the chemical messengers which may be unique to the brain and
which transmit the messages between all the cells that do not use either
acetylcholine or noradrenaline? Although more than two dozen new chemical
substances are now considered to be likely transmitters of nerve cell infor-
mation, almost all the substances have first been discovered in extracts of

other organs—especially the pituitary and the gastro-intestinal tract—and

later discovered also to be in nerve cells of the brain. This information
tells us that the way brain cells communicate employs the same general prin-
ciples by which other cells in the body communicate with each other.

The principle steps in providing information through chemical messengers
are to send out the message when you have something to say (the transmission
part) and to specialize the targets of these messengers (the receiving part)

to address selective audiences. Two mechanisms have been worked out for pass-
ing on the messages to selective audiences; the nervouse system establishes
complicated "hard-wired" connections, like the circuits of a computer, and

each circuit is coded chemically to transmit through secretion of a specific

substance. In addition, the point at which the connections are made (called

synapses) are also coded through special large molecules called receptors,
which recognize the chemical secreted by the sending cell and which produce
an electrical or chemical effect that generates the message in the target
cell. We believe that the brains of humans are much more complicated versions

of the brains of animals. We also believe that the added complications and

capacities of man arise from the added hardware of many more nerve cells and

their connections. The situation may be like comparing big computers (man)

to pocket calculators (other organisms) where some working principles of the

simple system were used to develop the big system.

When we consider how drugs act to change behavior, we find that most

drugs produce their actions by interfering with or promoting the effects of

chemical transmitters. Most of the drugs which are now being used came about

through trial and error modification of older drugs, through looking for chem-
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icals which would be more potent, more selective, and with few side effects.

But because the disease or condition being treated cannot be explained in

terms of which cells or which chemicals or which receptors have gone wrong

—

if any of them have—it really is not possible to know what kinds of improve-

ments are needed in the drugs. In fact, many of the drugs may provide only

the most general indirect treatment rather than dealing directly with the

source of the disturbance.

Perhaps we could determine the cause of the symptoms by first determin-
ing how the drug acts in experimental animals (i.e., on which chemically
coded nerve cells) and then use that knowledge to look for signs in the

patients that such cells may have been "acting up" before the drug was used
and are now less abnormal as a result. This process of reasoning is very
much like the efforts made over the past 30-50 years in establishing that in-

fectious diseases were due to specific viruses, bacteria, and other micro-
organisms, followed by the discovery that some antibiotic drugs could deliver
selective treatments against one or another agent, while other agents can be

eliminated through vaccines.

However, we do not yet know whether this infectious disease type of

model is appropriate to complex disturbances of the mind, because we have as

yet very few clues as to how complex mental functions are carried out. Fur-
thermore, we cannot transfer the conditions of the disease state from man to

animals, nor can we examine usefully the brains of humans with mental ill-
ness while they are alive. We do not know yet what we would need to measure
if we had a method to measure it. Thus, each new chemical neuromessenger
discovered can tell us more about how brain cells communicate and is also a

new source of information of what can go wrong and how it can be corrected.

In summary, research on how nerve cells communicate deals with the
nature of the synaptic transmission process, the detection and mechanisms of

operation of nerotransmitter chemicals, establishment of the existence of

the nerve circuits and identification of their chemical mediators and func-
tional roles, and determination in precise numerical terms of the chemical
and structural wiring of the brain. These efforts offer numerous opportuni-
ties for demonstrating the basic biological properties of normal nerve cells
and provide methods by which to investigate the behaviorally abnormal brain
for clues to the pathologic process and its potential treatment; to deter-
mine mechanisms by which explicit therapeutic drugs can be found to exert
their actions and develop improved compounds; and, eventually, to find the
errors of biological operations by which such disease states may have been
permitted to persist in order to find means for their prevention in the
future.

How Nerve Circuits Develop and Are Maintained

From what we have just considered, the importance of specific connec-
tions between nerve cells becomes obvious. Certain kinds of information and
certain colorations, emphases, and contexts may be blocked if the nerve cir-
cuits fail to develop or to be maintained in good working order. The enor-
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mity of trying to understand how brain circuits get established in the first
place, let alone how the connections may be maintained and adjusted and pos-
sibly even repaired, is a whole field of effort unto itself.

Like every other organ in the body, the brain of the embryo starts out
with one cell that divides an astronomical number of times to eventually
yield all of the nerve cells needed for the adult brain. As mammoth as that
number is, it is but a fraction of the number of connections by which a sin-
gle nerve cell may be connected to thousands of other cells. Each of those
connections must be physically established, and the wonder of that process is

that it is somehow done automatically with the genetic information carried in
the single cell of the fertilized egg. During this tremendously active
period of cell proliferation, chemical signaling, and circuit construction,
the nervous system is obviously extremely sensitive. All of the nutrients
needed to provide the building blocks must be available on demand. If any
needed element is missing at the time when it is to be used, the speed of the
whole program of development may simply require that the missing part be
eliminated so that other time-locked events are not delayed too.

We now understand enough of the basic developmental process to realize
that the principles for weaving the connections probably depend upon chemical
signals and responses, and that as the individual matures many of the connec-
tions which were first made are later adjusted and corrected. The develop-
mental process of man’s brain goes on for considerable periods after birth,

and again renders the nervous system vulnerable to a variety of events which
could destroy its ability to develop normally. We are only now beginning to

perceive how nutrition, environmental toxins, and even drugs (like alcohol
and tobacco) may influence the development and eventual operation of the

child’s brain. We cannot as yet begin to visualize how non-physical quali-
ties like maternal attention and television may impart their influences on
the developing brain, nor how to determine what steps are most critical for

what leads to creativity or intelligence in the adult.

We do see, however, that many of the biological mechanisms used in the

development of the brain remain active in the adult brain. We have begun to

realize for the first time that the brain continually updates and "tunes up"
its connections, and that under some conditions it is even able to make what
we now regard as simple repairs. What we do not understand is the nature of

the signals by which nerve cells seek out their target cells, what maintains
their physical contact in a circuit under some conditions, and what changes
the degree to which cells of one region are connected to another. While we
recognize that drugs and injuries can block or destroy some nerve circuits,

we also recognize that the brain is highly resilient and in most cases can

retain its ability to function by devising alternate routes to transmit its

messages. We find that nerve cells, like other cells in the body, can ad-
just their chemical receptors, despite what drugs or disease do, in a valient
attempt to overcome the immediate disturbance and maintain full operational
capacity. These modifications of the receptors may become even more impor-
tant biological ingredients when we have ways to determine in man how recep-
tors may be changed in conditions of mental illness.

R 139



1657

In summary, research on brain development and maintenance of function

deals with embryology of the brain, defining "critical periods" at which the

developmental process can be confused or aborted, and the agents which do so;

defining the nature of the controlling chemical signals and receptor mole-
cules which control growth and functional specialization of nerve cells and
their connections; the demonstration that some nerve cells, even in adults,

can undergo partial regeneration to repair damaged circuits, and the phenom-
enological descriptions of the functional and structural properties of the

aging brain. These research fields offer numerous opportunities for advanc-
ing the understanding of inheritable disorders of the brain, mental retarda-

tions, strokes or other forms of currently untreatable brain damage, and the

dementias of the senium.

How the Brain Watches and Controls the Body

Our brain is continuously monitoring what is going on in our bodies,
sensing body temperature, altering the flow of blood to overcome body posi-
tions and movements, telling us where our limbs are this instant so they can
be guided unerringly to the point in space we need them to be to walk, to

grasp, to write. Many controls are done so well that we are totally unaware
of them until the automatic process is inadequate. Consider the control of

respiration, in quiet sitting behaviors, modifying it to speak or sing, and
then providing enough oxygen to meet the demands of strenuous exercise. Con-
trast that with when you have experienced hiccoughs or allergic asthma and
you will realize the extent to which you should appreciate not having to de-
cide when to breath in and when to breath out. The brain is monitoring the
function of every organ in the body, and through the nerve connections and
through chemical signals distributed in the blood stream continually updates
its information and its signals adjusting functional demands on these organs.

Only in the past decade have scientists begun to realize the extent of
this monitoring and how crucial that is to smooth operation of the whole
organism. Misread feedback signals or misperceived adjustment commands to

the organs are now being studied as possible mechanisms for the influence of

the brain on disease of other organ systems. If the brain can monitor and
sometimes override the automatic controls on respiration, can it not also do
this for heart rate and blood pressure? Could that lead us to better under-
standing of how "nervousness" makes "butterflies in the stomach" and how
stress may lead to heart attacks, asthma, ulcers, or colitis? If the brain
can monitor blood sugar and tell us when we have run out of stored energy
and need to eat, can misread signals lead us to eat when we do not need to,

or not to secrete insulin when we need it? If the brain can regulate the
function of the ovaries and uterus through reading and sending of hormone
signals through the pituitary, can misread signals lead to sterility or to
excesses of hormone signals which can contribute the chemical conditions
under which a cancer-producing virus can proliferate? If the brain monitors
the need for sleep— the function of which remains a deep mystery despite our
dependence on it—can misread signals or commands account not only for in-
somnia or laziness, but for daydreaming and hallucinations? The importance
of research into the mechanisms by which the brain monitors and controls the
body requires that we ask very specific research questions which have only
recently begun to emerge.
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In summary, this area of research investigates how the brain controls
and is responsive to the activity of the peripheral endocrine organs (thy-
roid, adrenal, gonads, etc.) and controls and responds to the internal en-
vironment of the body (salt and water balance, blood nutrients, temperature,
and cardiovascular status); the meaning and function of sleep; the nature
and purpose of other body rhythms. These research endeavors provide oppor-
tunities for understanding the nature of the interactions between the brain
and the body, between the controller and its nourishers, ambulator, expres-
ser, and receiver. These problems lie at the heart of what has been previous-
ly referred to as psychosomatic medicine and the behavioral sequelae of bod-
ily illness.

How the Brain Learns and Remembers

When we study the behavior of nerve cells to understand how nerve cir-
cuirts operate, how they are established and maintained, how they adjust to

the perversities and demands of the environment which surrounds us and the
environment we permit to develop within us we begin to see that these pieces
of knowledge do not necessarily tell us how our brains learn to do these
things and countless others. In fact, these pieces only confuse the issue of

what we may mean when we use the terms "memory" and "learning." Perhaps the

most exciting and compelling research studies currently underway are those
which seek to relate events at the level of nerve cells and molecules to

these higher order mental phenomena.

In many cases the complex structures and rapid speed of operations with-
in the brain of mammals have lead to the natural scientific desire to study
less complicated systems. As a result, much effort has gone into examination
of the nervous systems of invertebrate animals which do show ability to react
to their environment in ways which meet the basic definitions of what psycho-
logists and educators describe as learning and as memory. Again the focus of

neuroscientists is directed toward the connections between nerve cells and
the mechanisms by which information is processed and acted upon, and the

chemical and biophysical concomitants of these processes. It seems clear
that studying how animals, even simple organisms, can "learn" provides impor-
tant insights into essential basic processes and helps to define more accur-
ately what we mean by the general abstract terms memory and learning, terms
which we can define operationally but not in mechanisms. These abstract
functions are pursued in greater depth in the section on basic psychological
processes.

In summary, research into the neuronal basis of memory and learning in-

vestigates the nature of the cells and mechanisms by which sensory events in

the external environment are received and processed into perceptible, recog-
nized signals; this entails research into the cellular basis of the "learning"

and "memory" functions of the brain and in the development and control of

specific behavior patterns. These research endeavors offer perhaps the

clearest direct relation to the field of mental health, understanding of the

biological basis of the mind. Yet is is clear that research operating at

these levels relies almost exclusively upon the determinant of neuron inter-
action developed by research in each of the preceding focal areas.
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PSYCHOLOGICAL PROCESSES

The field of modern psychology deals with our experiences, how we sense

and interpret the world, how we process and store this information and what
we do with it. It is a long scientific journey from the cellular biology of

the genes to the analyses of those complex behaviors that comprise the domain
of psychology. The basic psychological processes are perception, information
processing, thinking, language, motivation and emotion, abilities, attitudes,
personality, and social behavior. These processes form the subject matter of

the modern scientific field of psychology. From a research point of view,
they can be listed and studied separately, but in actuality they are totally
interactive within a single entity. Mental illness in one form or another
impinges upon all of these processes. Most of us are, however, reasonably
well-integrated and functional entities. Given the complex action of these
systems and the delicate balance and complexity of the central nervous system,

it is extremely startling that mental illness is not more prevalent.

Information Processing

Information processing involves many of the basic psychological process-
es stated above. In order to understand how information processing occurs,
we should logically start with the notions of perception and attention .

Attention allows us to be very selective in what we choose to experience.
The process of selective attention is often termed the "cocktail party" phen-
omenom in psychology. You stand apparently listening to someone talking to

you but are, in fact, focusing your attention and conversation behind you.
This high degree of selectivity is due to a complex filter system which is

part of our information processing apparatus. Unattended input is, in fact,
sampled, evaluated, and normally rejected. If something of importance is

said to you by a person whom you are not attending, this suddenly pushes
through—you become aware of it and shift your attention.

Almost from the moment of birth we begin to attend; a baby spends much
more time looking at human faces than at other objects. In controlled exper-
iments, babies look much longer at drawings of the human face than at "jum-
bled" drawings, where an eye might replace the mouth.

There is a great and complex degree of organization built into our per-
ception of the world. As an example, nerve cells in the visual system of the
brain do not respond simply to light or dark, they do not merely reproduce
each small fragment of a picture of the world projected to the back of the
eye, instead they respond to the aspects of the whole visual experience. A
given nerve cell might respond only to a rectangular object, another to a
right angle, another to a particular color sensation, and so on. Perception
is built up of elements, each of which codes complex and even abstract as-
pects of our perception. This organization of a visual brain is largely pre-
sent at birth, experiences seem to sharpen these elements of perception and
flesh out this preorganization of the brain, not to inform it. In short, we
see the world as we do largely because we are born with a brain organized to
do so.
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The process of attention is markedly disturbed in many forms of mental
illness. One type of schizophrenic seems to attend to everything at once.
The filter systems do not operate and there is continual information over-
load. Another type seems to attend to nothing, except perhaps their own in-
ternal state. The filter system has become inflexible. In certain forms of

mental illness, there are convincing experiences of sights and sounds that
are not real, hallucinations. They clearly involve abnormal function of the
sensory regions of the brain. The nypnotized subject, told to hear a sound
that does not occur, reports hearing it. Correspondingly, there is a change
in the neuroactivity of the auditory region of the brain. Interestingly, the
psychoactive drugs like LSD that induce profound hallucinations and distor-
tions of perceptions exert powerful effects on nerve cells in the visual re-
gions of the brain in very low doses. Again our perception of the world is

much dependent upon the preorganization of the sensory regions of the brain.

We are not passive responders to the stimuli that impinge upon us. In-
stead, we impose organization on the stimulus mosaic. Hence, it is not dif-
ficult to understand how normal conditions of the brain can impose abnormal
instances like hallucinations.

Selective attention is, in fact, an aspect of the human memory system.
Under normal conditions we tend to remember best the experiences to which we
attend. Human memory is perhaps the most remarkable phenomenon in nature. A
well educated adult has more bits of information in memory than the total
number of nerve cells in the human brain—a very large number.

Modern analysis of human learning and memory , often termed cognitive
psychology, lies at the heart of information processing. The human memory
system consists of three basic structural features—the sensory store , the
short-term store , and the long-term store . You read the front page of your
morning newpaper. The information enters your memory system. As you read,

the first store into which the information is placed is the sensory store,
which holds a complete and literally accurate record of the sensory image.

We all have perfect photographic memories. Unfortunately, the sensory store
decays very rapidly—most of the information is lost in about half a second.
A very few individuals have long-lasting sensory store—those with "eidetic"
or photographic memories. Interestingly, about 10 percent of the children
in our culture have this ability. However, most lose it. A fascinating ex-
ception is the much higher incidence of photographic memory among adults in
primitive non-literate cultures. The brain substrate of sensory store ap-
pears to involve at least in part the highest sensory brain regions (in the

cerebral cortex). Increased understanding of this remarkable short-lasting
photographic memory we all possess, and its brain subtrates, may have extra-
ordinary valuable applications.

As you read a newspaper, some small portion of the complete information

in your sensory store is transferred into the short-term store. Short-term

store is really a working memory, a place where conscious mental processes

are performed. Many psychologists equate short-term store with conscious-
ness. It has several major characteristics, the first of which is that it

is of limited capacity. This means that it cannot hold very much informa-
tion, only about seven items, all at once. Second, information from this

store will decay away within about 15 or 20 seconds unless one does something
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to prevent this decay. If we constantly attend to or rehearse the informa-
tion we can maintain it indefinitely. You have probably had the experience
of maintaining information in short-term store when you looked up a telephone
number and repeated it to yourself while walking across the room to a tele-
phone to dial. We all have a good deal of control over what we want to re-

hearse or devote our attention to. Our personal interests, biases, or needs
will affect what we remember. Another important property of short-term mem-
ory is the way in which we review the information in it. Recent studies have
shown that we process this information in a serial fashion at a constant very
rapid, rate, devoting about 30 milliseconds (30/1000th of a second) to each
item. This is a remarkably important insight into the actual workings of the

human mind

.

Long-term store is the final component of the memory system. It is the

store that holds the vast amount of information which we have learned in the

past, along with rules for processing that information. When the information
was new, it resided for a brief time in short-term store, and, while there,

it was copied into long-term store. The longer something is in short-term
store, the longer we think about it, the better the chance it has of getting
into long-term store, where it will be available for a much longer period of

time. So, as we rehearse some new fact that we have learned, we transfer it

to long-term store. More than this, some residual trace of virtually every
experience that touches your awareness remains in long-term memory.

Psychobiological studies have characterized the biological aspects of

short-term and long-term memory in animals. In brief, short-term memory can
be markedly impaired or facilitated by drugs, induced seizure activity, and
electrical brain stimulation. However, once information is in long-term
store, it becomes relatively impervious to such influences. The limbic sys-
tem, a very old brain system, has evolved in higher animals and humans to

play a very important role in the human memory system.

From a psychological point of view, we have been able to document and
understand the behavioral mechanisms of attention which involve a selective
action and encompass learning and memory. Biologically, we have only begun
to understand how selective this process is in terms of gaining entrance in-
to the brain and stores within the brain, i.e., specific neuronal pathways.
From a biological viewpoint, however, we do not understand how each of these
separate processes works in terms of the different chemical neurotransmitters
and regulatory processes within the brain. Current hypotheses of learning and
memory suggest that possibly new neuronal connections are established or new
chemical substances created within the brain to allow us to have memory. But
we do not now know the actual biological mechanisms involved in these proces-
ses.

Motivation and Emotion

Motives are what drive us to behave. Sources of motivation range from
elementary motives like hunger and thirst to complex social motives—success,
approval of our fellows, and altruism. We have a very good understanding of
basic drives like hunger and thirst and their biological bases. Although
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these simple motives may not seem very relevant in our supposedly affluent
society, even so simple a motive as hunger has important implications for
human behavior. It has been shown that lesions in different parts of the hy-
pothalamus (a small region of the brain that appears to control motivation
and emotion) in the rat produced a rat that eats voraciously and becomes
very fat. The fat rat exhibits a number of characteristics other than simply
eating too much. For example, it is actually much more finicky about the
taste of foods. It will only get fat if given tasty foods. It also will not
work very hard to get the food. These and other variables characteristic of
the brain-lesioned fat Irat were examined in obese humans. In all cases
there is a close parallel. For example, fat humans will only eat more if
they are given tasty foods. If they are given untasty foods, they actually
lose weight. If they have to work hard for their food, they also lose weight.
They will only eat more if they can do it easily. A clever example is the
Chinese retaurant experiment; fat Occidentals do not use chopsticks, whereas
normal-weight Occidentals use chopsticks. Chopsticks are hard to use.

This work illustrates the fundamental importance of an analysis of brain
mechanisms of reward and reinforcement which affect our motivation. Here lie
the biological keys to overeating, smoking, or any other form of addictive
behavior. Addictions illustrate the profound importance of an increased un-
derstanding of motivation and its biological bases in dealing .with human be-
havioral. Opiate addiction is a very good case in point. The .discovery of
opiate receptors in the brain has opened up an extraordinarily important new
field. There are chemical receptors on neurons in certain regions of the
brain that respond to opiates. More, the brain produces substances—the en-
dorphins—that activate these same receptors, are even more powerful analges-
ics (pain relivers) than opium, and—when directly administered—are addic-
tive. There is a brain system sensitive to substances made by the brain that
relieve pain. By chance, these substances are similar to opium and related
chemicals; hence, opiate addiction. There are equally important environmen-
tal, psychosocial and personality factors that influence the actual addictive
behaviors.

Work on the basic psychology and biology of motivation resulted in the

discovery of the brain reward system. In higher animals—mammals ranging
from mouse to man—specific motives and needs are not handled by specific
mechanisms alone. There is also a general brain reward system. Activation
of this system, e.g., by electrical stimulation, produces an intense feeling
of pleasure. Indeed, it is much more powerful than the ordinary reinforcers
delivered peripherally, such as food and sex. The brain reward system in-

volves the hypothalamus and structures of the limbic system that seem to

function as a primary reward or pleasure system. If an electrode is implan-
ted in this system in an animal and it can deliver a weak shock to its own
brain reward system by pressing a level (electrical self-stimulation) , it

will do so at a very fast rate. If such an animal is starved and then allow-
ed free choice between food and electrical self-stimulation, it will self-
stimulate until it starves to death.

The striking resemblance of this behavior to that of the drug addict
led many to predict that the brain reward system would have a special involve-
ment in human drug addiction. Indeed, the brain system containing the great-
est concentration of the opiate receptors is the brain reward system. This
is an interesting case where basic studies of motivation led to a promise

—

that we would come to understand, and ultimately cure, drug addiction. That
promise is now being fulfilled.
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Sexual behavior is a clear example of an elementary drive or motive that

has direct and critical relevance to human behavior and misbehavior. It has
become a central topic in the psychology of motivation and has led to a new
subfield—hormones and behavior. For the behavioral scientist, it is parti-
cularly attractive because there are clear and easily measured end points in

I the behavior. Thus, female rodents exhibit a stereotyped body position—lor-

dosis—which just precedes and is necessary for intercourse. The field of

hormones and behavior is currently in a state of extremely rapid progress.

Critical discoveries are now being made concerning receptor sites on neurons
in certain brain regions, particularly the hypthalamus, that are specific for

various sex hormones. The hormones act directly on the brain to produce sex-

ual behavior.

Stress is a fact of life and a motivational and emotional variable. The
pressures of urban society, of work and work-related problems and of inter-
personal relationships, all contribute in some way or other to creating a

situation in contemporary society where virtually every environment or life-
style includes some stress. Perhaps, one would not even consider an environ-
ment that was stress-free a desirable one. There is little question that
certain aspects of stress can indeed be beneficial in terms of problem solv-
ing, work efficiency, and increasing the general motivation of individuals
within our society. Thus we can look at stress; (1) as a positive motiva-

tional force , and (2) as a negative motivational force which in its ultimate
sense appears to have the capacity to lead to pathology.

Two major areas of research that are absolutely essential to understand-
ing the nature of both the negative and positive aspects of stress are:

(1) to understand and provide mechanisms whereby individuals can deal with
stress, i.e., coping, and (2) to understand the relationship between stress
and the problems related to both mental and physical disease.

The first of these research areas is related to the general behavior
process of coping. It is the mastery of stress that comes under the general
heading of "coping." The concept of coping has been used to denote all of
the mechanisms utilized by an individual to meet a significant threat to his
psychological stability and to enable him to function effectively. An indi-
vidual is presumed to be coping if his behavior consists of responses to en-
vironmental factors that help him master the situation. The success or fail-
ure of this coping behavior may be evaluated by judging, first, whether the
behavior allows the individual to carry out certain personally or socially
defined goals and, second, whether the behavior allows the individual to

I

tolerate stressful situations without disruptive anxiety or depression, re-
gardless of whether the behavior is socially desirable.

The second research area focuses on the physiological state of the cop-
ing organism. There are now a number of studies, both in the animal and

I

human literature, which indicate that there are psychological factors which
organisms can use to alter the physiological response to stress even though
the stressful conditions do not in themselves appear to change. For example,
organisms given control over stressful stimuli show reduced stomach ulcera-
tion compared to organisms experiencing the same stimuli without control.
The ability to make appropriate coping responses such as escape or avoidance
is another factor which can modulate the physiological response. The role
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of predictability of the onset of a stressful stimulus has not been clearly
specified and needs further investigation. It is important, therefore, that
research be conducted to fully understand what the psychological and behav-
ioral dimensions are which enable some individuals to utilize environmental
information effectively and thus in essence reduce the physiological response
to stress.

One very important parameter that accounts for individual differences is

the organism’s early experience with coping strategies. There has been very
little research on the developmental aspects of coping and on the aspects of

early childhood experiences which may be relevant to predicting individual
differences in coping ability. There are some indications that primates and
humans reared under unusual circumstances, for example, without a specific
caretaker, may indeed show strong deficits in coping capacities. This re-
search should be not only continued but extended both in humans and in sub-
human primates. The primate models are particularly useful since these ani-
mals show attachment processes similar to those of humans and the relation-
ship between psychological events and physiological events can be more close-
ly monitored.

Not only do individuals differ in their ability to deal- with stress, but
they also differ in their somatic or physiological responses or psychological
responses to stress. Thus one individual may develop ulcers, while another
may develop high blood pressure and heart problems, and still another depres-
sion. In fact, it has been shown that the same individual may show very dif-
ferent somatic responses on different occasions or in response to different
stressors. The relevance of these individual differences to the understanding
of psychosomatic disease is clear, and represents another important avenue of

research within the stress field.

The concepts of coping and noncoping are, we believe, important to an
understanding of the relationship between stress and psychosomatic disorders.
Much more research is needed for an understanding of these concepts and re-
lationships. This area of research may also have very specific implications
for gerontology, since many of the problems of the aged may be related to

loss of control or the perceived loss of control and the ultimate inability
to utilize effective coping mechanisms.

Emotion , long a central topic in psychology, is closely related to moti-
vation. Scientific analysis of emotion and emotional behavior is at three
levels— the behavior itself, the experiences or subjective feelings of the

person (or animal), and the biological substrates. Agression is a case in

point. Recent work in the cat has identified a number of brain sites (in

the hypothalamus, limbic system, and lower brain regions) that will elicit
aggressive behavior—rage and attack. These clearly work as an integrated
system in the normal behavior of the animal. Interestingly, there are two

quite different agressive behaviors, with differing brain substrates—one

involving actual rage and attack and the other involving quiet predation and

attack. The latter is not accompanied by any signs of rage. These two forms
of aggressive behavior may also exist in humans.

Agression, and its consequent violence, is clearly one of the major
social problems we face. It is a major aspect of mental health and illness.
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It is also a topic that demands analysis at both psychological and biological
levels. Social factors—poverty, peer group pressure—are clearly important,

as are the individual’s life history and biology.

Thinking and Symbolic Behavior

Most of what little we know about thinking is psychological. Biological
mechanisms of complex processes like thinking are simply not known. It is an

area that will become a major focus of research in the future, assuming an

adequate research funding apparatus exists to identify and support emerging
new areas of science. Disordered thinking, after all, is the hallmark of the

most serious form of mental illness—schizophrenia.

We all think all the time. Thinking is not limited to solving problems.
Daydreaming is a form of thinking. The average person has about 200 day-
dreams a day.’ Interestingly, the frequency of daydreams is related to social
and socio-economic levels. In a study of different groups in New York, Anglo-
Saxons had the lowest frequency and blacks the highest.

Daydreaming, idle thought, attending to the stream of consciousness,
these are all common forms of thought. More focused thought, as in problem
solving, forms the smallest part of thinking. Interestingly, all forms of

thought, from the wildest and most fantastic daydreams to solving a problem,
have certain logical elements in common. In a sense they are all logical

—

cause and effect holds for all. Even in daydreams we think in causal terms.

Problem solving also has interesting features. Logicians distinguish
between deductive and inductive thinking. In fact, most human thinking—as

in problem solving—seems to be inductive. We have to struggle to learn
geometry—a deductive system. When facing a difficult problem where the so-
lution does not come, most people solve it by forgetting about it for a

period— the solution sometimes will suddenly appear. Thought processes are
not limited to the conscious mind.

Dreaming represents another major aspect of thought—symbolic activity'
in the sleep state. Dream images differ from mental images in waking life

—

they are much more vivid, compelling, and real. They are much more like per-
ceptions than memories. People who have heart conditions may suffer mild
heart attacks during bad dreams. Dreams are also bizarre. They differ from
daydreams and other aspects of thinking in that they are not logical—cause
and effect do not hold.

A great deal is now known about the properties of dreams. Everyone
dreams every night; everyone has difficulty remembering his dreams; it is
possible to control your dream while in it; all dreams have some color but
the amount varies; animals dream; and so on. The most common subjects in
dreams are agression (half of all adult American dreams) and misfortune.
Good fortune is extremely rare. Sexual dreams are much less frequent than
one might think (among young, unmarried adult Americans, 1 in 10 for males
and 1 in 30 for females)

.
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An important biological substrate is related to dreaming— the REM (Rapid
Eye Movements) state. There are two sleep states (REM and non-REM) which
differ in a number of ways, including eye movements, brain activity, and mus-
cle tone. (Interestingly, in males the REM state is accompanied by penile
erection.) Dreaming is more frequent in the REM state. This is, of course,
of great value in research on dreams because it provides easily measured bio-
logical indices. Animals also have REM and non-REM sleep states; this makes
possible analysis of brain mechanisms. Communications about dreams are used
in psychoanalytic psychology to facilitate a process of self-understanding
and personality change.

Language

Language is one of the oldest properties of human beings. It is also
universal. Yet it is only in the past few years that important progress has
been made in the understanding of language. It is an aspect of the rapidly
developing understanding of the cognitive sciences.

The universal character of language is not limited to the fact that all
cultures and societies have it. All languages have many of the same univer-
sal properties. They all use a large proportion of the same 40 basic speech
sounds. They all have the same basic grammatical structure. There is no
evolution in language—English and the most primative non-literate language
have the same basic properties. For all languages, children learn language
in the same sequences of stages. English, for example, has a number of neces-
sary grammatical rules varying in complexity. All young children learn these
rules in the same invarient sequence (all this before they begin formal in-

struction in school). Further, these rules are general and not taught to

children as such. Every child learns the general rule for forming the past

—

at a certain age they all say "I digged a hole"—even though they have never
heard the word "digged" and have not been taught the general rule.

The conclusion is inescapable that the human brain is preorganized for

language. The structure of the language areas in the brain imposes these
universal properties on all particular languages. We are learning much a-

bout brain mechanisms of language, mostly from patients with various forms
of brain damage. There are, of course, as yet no adequate animal models of

language (although current studies teaching American Sign Language to chimps
appear to offer much promise). For 99 percent of adults, the language areas
of the brain are in the left hemisphere. There are two major regions—

a

posterior area concerned with understanding and generation of speech and an
anterior area concerned with the production and grammar of speech. Although
we know very little about the mechanisms as yet, disordered speech is charac-
teristic of certain forms of mental illness.

Abilities

Although many different abilities have been studied—motor skills, ath-
letic prowess, perceptual abilities, coordination, problem solving, language
learning, and so on—a central topic has been intelligence . The IQ and its
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measurement is one of the most important and controversial topics today. It

also represents a major achievement of psychology. In a period of 74 years,

there have developed surprisingly accurate methods to measure intellectural
abilities in children and to predict subsequent intellectual achievement.

Much of the current controversy surrounding the measurement of intelli-
gence is really concerned with the genetic issue. Here, too, much is misun-
derstood. The evidence is now overwhelming that there is a strong genetic
component in intelligence. Possible racial and ethnic differences are much
less clear. In spite of some recent bad publicity, the young field of behav-
ior genetics has developed to the point where very powerful research tools
are now available for analysis of genetic components in behavior, including
not only intelligence but also personality and abnormal behavior. The bridges
to the cellular biology of the genes are just beginning. This field will
have extraordinary implications for all aspects of human life, including men-
tal health and illness.

The three interrelated areas of personality, social, and developmental
psychology, concerned as they are with the characteristic patterns of behav-
ior of the human organism, the nature of their emergence and development
over the lifespan, and their interrelatedness with the social matrix (per-
sons, groups, and institutions) in which we all live represent relatively
new fields of inquiry that remain heavily dependent upon research developments
into the basic psychological and biological processes involved in perception,
learning and memory, thinking, language, motivation, and emotion.

Personality

The objects of analysis for the personality psychologist are people in
all their diversity and individualized variation. At one end of the spectrum
of individual differences are the biological attributes that contribute to

the determination of personality. Some examples, among many, are inherited
traits and abilities that range from the simple behavior of activity level
to the complex expression of social extroversion and introversion, constitu-
tional determiners of somatotype (body build) , temperament variations evident
in infants from the day of birth, innate differences in psychophysiological
responsiveness that act on arousal levels and modify thresholds for the evoca-
tion of fears and anxiety, variations in genetic structures that, in combina-
tion, form the substrates underlying a vast panoply of behaviors, including
intellectual giftedness and retardation.

At the other end of the spectrum are complex social behaviors that are
a function not only of genetic influence but of additional significant weight-
ings provided by the range of unique and common experiences to which all
humans are subjected in a multiplicity of societal and cultural contexts.

Thus, the breadth and the scope of personality study seem virtually
boundless, forcing personality researchers to select their foci of inquiry
on the basis of investigative interests, theoretical beliefs, hopes for re-
search payoffs, and personal skills for advancing the field.
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One simply cannot study all the behaviors of a person (variations in

eyeblinks are scarcely as potent as a pervasive angriness) , nor can one ex-
haustively study those peculiarly unique adjustments characteristic of one
and only one individual. Nevertheless, the range of behaviors to be under-
stood remains excessively broad and requires some demarcation of the behav-
ioral domain. Interests lead some to research within a biological orienta-
tion, others within a social orientation. The former stresses genetic fac-
tors that influence behavior, while according early experience an important
interactional role; the latter emphasizes the behavioral contributions of the
social milieu that provides for the introduction of concepts such as role
models, role expectations, group identity and its consequences, cultural de-
mands and prohibitions, rewards and punishments for behaviors consonant with
society’s goals or antithetical to them.

Another approach is to emphasize the acquisition and development of be-
havior as opposed to its descriptive, structural elements. This dichotomy
separates out the experimental-developmental orientation with its emphasis
on the laws of learning and perception, the role played by higher mental
processes, and the stage sequence view of the emergence of behavior as a

function of both maturation and experience.

Related to the study of personality has been the growing interest in

the concept of locus of control . In a world marked by increasing bureaucracy,
population growth, technological expansions, unpredictable natural disasters,
and governmental decisions reached that are often beyond the comprehension
of the average citizen—all rapidly affirmed through the wonders of mass
communication—a new element in living has come to the fore. Who determines
man’s fate—the external world or the individual? How do people perceive
the degree of control they have over their own actions and lives?

Where do we go from here in personality research? Where are the needs
greatest? In a stressful world, studies of both adaptation (both biological
and psychological) and maladaptation to crisis become important research ven-
tures. Equally important are the needed studies of temperament and its modi-
fication through experience. We need to focus on competence through the life-
span, recognizing that there is likely a continuity to competence that ex-
tends into old age. As our citizenry grows older, we must conduct systematic
studies not solely of the organic brain syndromes but of the maintenance of

competence in old people who are not atrophied by disease but by society’s
neglect of them. We must study activity patterns and their maintenance; we
also must study mood fluctuations, mood dispositions, and their activation.
If we have a Head Start program for our children, perhaps for our older citi-
zens we can generate Fresh Start programs that, while recognizing the realis-
tic incapacities of aging, also recognizw and utilize the competencies and

desire of involvement that remain.

Social Psychology

Social psychology is that branch of the science that deals with human
interaction . This places a hugh responsibility on social psychologists to
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help a Nation to understand the nature of many of its social problems and to

point, perhaps, to research-based solutions to some of those problems.

Behavior reduces ultimately to biology and chemistry, but there is lit-

tle immediate likelihood that these sciences will provide solutions to the

range of social problems with which this Nation and its leaders must cope.

It is in the nature of American optimism that we hold to the belief that

through problem solving one can achieve the ultimate betterment of a citizen-
ry. It was that prevailing ideology that provide the fertile soil in which
social psychology grew.

The research methods of social psychologists embrace many of the proce-
dures of personality psychology (laboratory, field research, systematic ob-
servation), but added are new emphases on systematic interviewing, survey
methodology, content analysis, the stimulation of social behavior, and the

methods of cross-cultural research.

Studies of the individual include the time-tested areas of attitudes and

attitude change, psychophysiological approches to social behavior, and com-
parable translations of basic psychological processes such as social motiva-
tion, social, cultural, and personal perception, and psycholinguistics, but
with specific application to the individual operating within a social milieu.

Social psychologists have also been concerned with group psychology.
Studies of problem solving in groups, the structure of groups, the nature of

leadership, cross-cultural studies of groups, collective behavior of individ-
uals in crowds, and social movements provide examples of this area of research
invo Ivement

.

And then, at the frontiers of the discipline in an effort to extend the
applications of social psychology, have come researches on the effects of

mass media, social problems of industry, economics, education, religions in-
ternational relations, and mental health.

With regard to the last named, a small number of social psychologists
have had an interest in studying attitudes toward the mentally ill, have in-
vestigated stigma and its consequences, and have studied attitude changes
following exposure to a mental hospital, to contact with patients, or to com-
munity and educational information programs.

Environmental Psychology

Increasingly, social psychology has merged with a broader, environmen-
tally oriented psychological approach, in which a variety of social problems
are viewed in a more interdisciplinary context. Psychologists in this area
focus their research either on basic processes or on areas of direct applied
significance. With regard to basic processes, studies of cognitive, percep-
tual, and information processing aspects of reactions to the environment are
increasing, together with attempts to uncover the dimensions of "cognitive
maps," environmental response preferences, and reactions to environmental
stimuli. Research has focused on cultural differences in reaction to space,
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the ways in which people differentiate cognitively between neighboring as

opposed to remote environments, the development in children of their percep-
tion of their environment, etc.

In addition, there is a growing body of research on important governmen-
tal policy issues such as land use, leisure and recreation needs of people,
perception of the urban environments, people’s conception of personal space
and its intrusion by others (a human analogy to territoriality in animals)

,

and the effect of crowding and noise on interpersonal relationships and human
performance.

In the personal space area research has been directed at intrusions of

individual and group space, the development of space use in children, and cul-
tural differences in the demand for personal space.

More recently, researchers have shown a growing interest in the analysis
of crowding. Originally research was directed to the problem of density.
Current studies have begun to emphasize coping responses to this form of

stress (with its implications for resistance or capitulation to stress) as
well as new theoretical formulations based on attribution theory, the locus
of perceived control of one's behavior, and the significance -of sensory over-
load formulations for interpreting behavior in crowded environments.

A series of topic-oriented researches reveals important implications for
governmental policy. These studies relate to issues of housing the elderly,
institutional design and living arrangements, the design of homes in commun-
ities, urban issues regarding the environment, etc. Research is also begin-
ning on energy usage, the effects of pollution on behavior, social impact of

land use, environmental attitudes, etc.

Currently, there is no overarching theory regarding environment and human
behavior. Here is an infant area in social psychology, but one with poten-
tially enormous significance with regard to our cities, a rational plan for
their development, and government/industry recognition of the significance of

environmental attribution as these affect the adaptation of citizens and em-
ployees. Just as we have witnessed the need for a taxonomy of situations,
so too will this emergent field require a txonomy of behavior settings. Can
we describe and classify the variety of settings in which man-environment in-
teractions occur? What are the significant similarities and differences?
How can these settings be sampled and what are the significant dimensions
that best describe them? What are the effects on persons forced to shift
rapidly from environmental setting to setting? Industry increasingly recog-
nizes the disruptive effects and enhanced stress placed on families of its
executive talent when forced to move. How can such effects be minimized
through an analysis of the optimum factor for transfering from setting to set-
ting? Is bigger truly better and is smaller truly beautiful? These are
questions to which environmental (and organizational) psychologists will at-

tend in the near future. The answers to such questions may go far to reduce
the ubiquitous mental stress that exists for individuals in highly technolog-
ical and urbanized settings.

If productive work and economic competence is one hallmark of a person's
adaptation, then job satisfaction and the work setting itself become impor-
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tant factors influencing such adaptation. A study supported by the National
Science Foundation (NSF) sheds considerable light on the problem of joining
workers’ productiveity to a sense of job satisfaction, dual goals that are
not always compatible with one another. In a large portion of our work pop-
ulation dissatisfaction with jobs continues. Work schedules and an increas-
ingly automated technology capable of adding hundreds of thousands to the

ranks of the unemployed have been seen as the source of a great deal of emo-

tional distress in people who are free of mental disorder. Industrial psy-
chologists, through research, seek ways to link job satisfaction and employee
productivity.

Based on an extensive review of relevant research, a set of recommenda-
tions for the features of work which are not at all obvious have come forth.

Limited programs of job enrichment, participation in decision-making, and
incentive pay plans lack the capability of engendering improvements either
in productivity or satisfaction. Instead, job enrichment appears to entail
five indices: learning new things on the job, a variety of activities, skill
level, creative usage of skills, and the opportunity to participate in plan-
ning functions.

If we are to speak of primary prevention of mental disorder at all, it

may well lie in greater attention being given to mental health in industry,
not in the form of the traditional use of time with mental health consultants
and practitioners with workers on a one-to-one "treatment" basis, but rather
through the use of more broadly knowledgeable industrial and behavioral psy-
chologists capable of analyzing work settings and job duties as sources of

heightened stress, possessing an awareness of how to match people and occupa-
tions. (Recent research indicates that four general personal characteristics
must be involved in such a matching task: interest, self-identity, personal-
ity (needs, values, etc.), and social background and socio-economic status).

In the world of work, the enhancement of opportunities for advancement
by women and minorities can do more to dissipate sex and race-role stereo-
types than most other types of efforts designed to reduce prejudice and faulty
generalizations about minorities. This area of research, too, suggests the
emergence of a new stress in the lives of productive women.

Finally, three other areas significant to the Nation’s mental health are
now being researched by industrial psychologists: mid-career changes, an in-
creasingly frequent phenomenon with those who find discontent in their middle
years; the preparation for "active" retirements by industry to enable older
workers and executives with skills to be used to greater advantage in commun-
ity development projects; the growth of chemical dependency units in large
industrial estbalishments . This last-named area utilizes individual and group
treatment procedures. Clinical activity with the chemically dependent, how-
ever, has not yet been matched with comparably active research programs.

A Future Perspective: Sociobiology

Social psychology’s preoccupations frequently remove from the research
focus the fact that a biological as well as social-psychological being is
operating within the social context. In 1975, the appearance of a 700-page
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volume, Sociobiolosy, The New Synthesis , threatened the comfort of all scien-
tists who view man as essentially a social being. It was proposed that there
was a biological and genetic basis to the social behavior of animals and, by
implication and extension, of man. With the appearance of the volume a furor
arose in which accusations by anthropologists, geneticists, and biologists of

racism and sexism were freely bandied about and responded to with equal heat
by other anthropologists, geneticists, and biologists.

Behavior, argue the sociobiologists, has evolved, as have physical
structures of organisms to help insure the survival of the species. To this
end the social behaviors of animals have been studied and explained in the
context of how such behaviors insured the survival of the gene pool. The ex-
tension of the sociobio logical formulations to "explain" male dominance and
homosexuality created the contentiousness that has surrounded this emergent
area of study. More prosaic aspects of behavior such as the development of

language, tool usage, and the like have been ignored in the controversy. Oc-
cupying an intermediate status for arousing opponents have been the attempts
to explain altruism, aggression, male selection, and hostility to strangers
on sociobiological principles.

It is asserted by sociobiology theory that human behavior reveals
"specie-wide characteristics" and "transcultural traits." How else to explain
these other than by resort to biology? Social psychologists for the most part
have stood above the battle, but the sociabiologists ’ views may well provide
the impetus for a new breed of biosocial psychologists appreciative of how
human the human animal is, but how much he is also the current end point of

an evolutionary sequence in which his social behaviors reveal a contributory
genetic component.

Developmental Psychology

Developmental psychology is one of the great burgeoning specialties in

psychology, concerned as it is with the nature and determinants of changes
that humans undergo in the course of their lives. Initially developmental
psychology was concerned with child psychology, but a growing movement marked
by breadth and vigor has come forward under the rubric of life-span develop-
mental psychology to express a broadening of the perspective to incorporate
growth and development from infancy to old age.

Psychologists have begun to look at development in broader terms impli-
cating both space and time. A renewed interest in social ecology has promp-
ted investigators to study the broad, enduring environments in which children
develop. Patterns of material employment, the quality and type of physical
settings, the characteristics of neighborhood and home have been shown to

affect patterns of child rearing and children’s development. A growing in-
terest in ethology has expanded the investigative focus to incorporate evolu-
tionary time. Learning to be human is viewed as species- typical behavior.
Ethological concepts of dominance hierarchies, communication, and attachment
have been related to findings on the significance and meliorative effects of

peer groups, mother-infant attachment, the role of early non-verbal communi-
cation between parent and child, etc. The role of the father, previously
neglected, is now undergoing active study as the importance of paternal in-
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fluences has been increasingly recognized. Sex differences touched upon pre-

viously have been related to different patterns of socialization, to hornomal

and endocrinological effects, and to cultural sex-role sterotyping.

Another area of great national importance arises out of the widespread
and longstanding belief that children growing up under mobidly adverse
socioeconomic circumstances tend to show more impairment of psychological
development. Research continues on this problem, and there is need for fur-

ther studies designed to examine more precisely the manner in which unfavor-
able aspects of the child’s early social and learning environment, and ad-

verse biological influences (e.g., heightened incidence of maternal disease,
poor prenatal and postnatal care, complications of pregnancy and birth, pre-
maturity, malnutrition, teenage pregnancy in poor women) interact to shape
the course of the infant’s psychological, and physical growth and development.

One of the most important clusters of research problems in personality
and developmental psychology surrounds the concept of "positive mental health."

I In the past, lipservice has been given to the concept, and lengthy lists of

relevant attributes have been contributed via armchair speculation. But the

growth of theoretical conceptions accompanied by empirical research on the
manifestation of age-related criteria of personal effectiveness, or "compe-
tence," have brought new vitality to the area. Recent emphasis on personal and
social determinants of adaptive functioning and socially constructive modes
of adaptation have led to a stage theory of moral development in children.
The growth of theory on the stages of "ego development" has followed a para-
llel course. These conceptions reflect the emergence of patterns of personal
maturity and adaptation in individuals to conflict stress present during dif-
ferent periods in the life cycle. The problem for the maturing individual
is one of a balanced integration of self-expression and personal interest that

I

link to social interests that can serve family, community, and Nation.

I In terms of deprivations of another sort, the nature of the American

I

family is undergoing dramatic changes. Increasingly, children are being rear-
ed in single-parent families. There has been a striking increase in unwed
motherhood, with an overwhelming number of young teenage mothers who keep
their newborns. These trends extend beyond families of lower socioeconomic
status, into the middle class as well; similar patterns are appearing in di-
verse racial groups—but all share in common the at-risk status of the very
young teenage unmarried mother.

Lifespan Developmental Psychology

Developmental change over the lifespan is the focus of the age-extended
developmental psychology that is now beginning to emerge—reflecting a com-
parable orientation to those currently seen in the fields of sociology, edu-
cation, medicine, and biology. We are witnessing trends, in institutions of
higher education, of students changing careers in midlife, of retirees re-
turning to school, of a broadening emphasis on adult education in neighbor-
hood schools that were once the province solely of children.

A lifespan developmental psychology can foster such movements by pro-
viding much needed information on the qualitative and quantitative changes
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in learning, memory, cognition, and perception (those basic processes to

which we have alluded with such frequency) that occur between childhood and

old age. Much of our research effort consists of cross-sectional studies of

age groups selected more by a criterion of convenience than one based on an
extended knowledge base. A broadened age span will enhance an appreciation
for experiences that differ among age groups and that arise out of enormously
significant changes and events that transpire in a society over decades. A
lifespan viewpoint can provide more definitive information as to whether con-
tinuities or discontinuities in specific behaviors occur—information that
would transcend the limited longitudinal data that are currently available
to psychologists.

A recent study of the later period of adult life points to the possibil-
ities of psychological growth even in the later years. Attitudes, aspira-
tions, and the concept of self undergo change. It is the role of society to

encourage change and to foster the potential for flexibility in the aged.

There is no one single environment that can be facilitative for all old people.
Behavioral settings that can differ and provide for the needs of the older
citizen are the responsibility of a decent society and one it owes to those
who have contributed to its growth and development during their earlier years.

Obstacles

To most workers in the fields of basic biological and psychological pro-
cesses, the critical contribution of their research takes place at the inter-
face between the disciplines, at the experimental frontier where the molecu-
lar and cellular processes can be integrated and analyzed for casual relation-
ships that define the behavioral mechanisms.

At this point in time, there are innumerable opportunities to make gains
in these fields of research and thus improve the mental health of a multitude
of individuals. There are, however, obstacles to these gains. The problem
at hand approaches man's quest to understand the nature of his own existence.
The magnetic attraction of research on the brain has now drawn into the field
the brightest and most competent minds in history. This has not happened by
chance, but is a result of the fact that the knowledge base and the technical
prowess available or close at hand are now such that direct approaches can be
made to what have in the past seemed to be hopelessly complicated and insolv-
able problems. Although we now have an extremely competent base of neuro-
scientists, perhaps a critical mass, the amount of funding available to sup-
port their research has remained essentially at a pre-1970 level. This is

despite the fact that there has been in this decade along more than a five-
fold increase in the number of researchers pursuing this field. This stag-
nant funding level has been coupled with inflation, the need for sophisticat-
ed machinery or research which inflates at even more accelerated rates, and
adverse judgmental decisions in research resource allocation. As a result
the growing cadre of researchers find themselves in a dismal self-defeating
competition for smaller and smaller resource pools. Trainees and future
neuroscientists may soon begin to regard the field with wariness despite its

attractiveness, and action is required immediately to reverse this embryonic
curfew. These economic restrictions pose obstacles far greater than our ig-
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norance of scientific fact and principle. What is the cost of leaving this

research undone? Research in the neurosciences offers the opportunity to

achieve the ultimate goals of understanding how the brain produces thought,

language, and emotion and to achieve the scientific comprehension of the

basis of knowledge itself.

Research Opportunities and Options

In terms of the interests of this Commission, neuroscience research of-

fers major practical opportunities.

Direct demonstration of the biological and psychological basis of men-

tal illness and other altered states of behavior : Each new brain chemical
and brain cell process which is discovered offers potential insight into dis-
turbances of the mind. These bits of knowledge form the basis of tests which
may help to define categories of disease states, to provide specific and ob-
jective diagnoses, to help define criteria by which to apply specific treat-
ments. Demonstration of measurable bases underlying any single state now
termed a mental illness would undoubtedly help remove the stigma of mental
illness

.

Development of specific treatment devices and preventive measures ; At
present we treat mental illnesses with chance discovery drugs and counseling
because we do not understand the basis of the illness and are desperate to

provide some half-way measures of relief for the suffering. Like the hot
towels and leg rubs that Sister Kenney and her helpers gave the polio victims,
these measures require much manpower and expense and yet may be of little or

no use to the course of the underlying disease. Through better understanding
of the nature of the normal brain and the way in which the diseased brain dif-
fers, we can approach logically and fundamentally a base from which more
specific treatments and—perhaps ultimately—preventive steps can be designed.

The overriding message is clear. We will only understand, treat, and
prevent the development of abnormal psychological processes when we know and
understand normal basic psychological and biological processes. We must un-
derstand them at their juncture. This same message has come over and over
again from the physical sciences and from molecular biology. We can only con-
trol, manipulate, alter, and improve when we understand the normal state of
affairs. We put a man on the moon because we understood enough about the
physical universe. We can recombine chronosomes in bacteria to make them
manufacture rare hormones only because we understand enough about the molecu-
lar bases of normal genetics and the biochemistry of gene action. The same
is true in mental health. We must come to understand normal basic psycholog-
ical processes and their neurobiological substrate. With that understanding
will come the effective methods of prevention, treatment, and cure of mental
illness. Mental illness, in the last analysis, reflects basic pscyhological
and biological processes gone wrong.
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SOCIAL PROCESSES

Sociocultural factors probably play a more important role in mental dis-
orders than in any other type of disease and are interwoven in every aspect
of our behavior. The goals of basic studies in this area are to define the
behavior in question and to determine the process by which it is induced,
maintained, or altered by sociocultural variables. The systematic study of
the interrelationships between man’s behavior and the society and culture in

which he lives is represented by the work of social psychologists, sociolo-
gists, and cultural anthropologists.

The social sciences approach mental health and mental illness from dif-
ferent angles and at different levels, and each approach has its uses, advan-
tages, drawbacks, and blindspots. Some approaches focus upon the individual,
and the explanations for behavior are sought by reference to attributes or

characteristics of the person. It is not so much that this strategy ignores
or denies the importance of external or environmental factors, rather that
the emphasis, or unit of analysis, is the individual. With this concern we
can learn, for example, about the kinds of patterns that emerge in personal-
ities and styles of those who end up in clinics or hospitals. However, if we
wish to discover more about the possible patterns in the circumstances or in-
timate environs that may have lead to such outcomes, we must' shift the level
of analysis. Parts of social anthropology, sociology, and social psychology
center around small group processes and examine such immediate contexts as

the family, the workplace, and peer relationships.

By the same measure, what goes on in the family and at the workplace can
also be placed within a larger frame. Thus, we must look as well at such
large-scale matters as rates of mental illness in relationship to rates of

unemployment and to political structures, organizations, and decisions that
produce high measures of alienation with major social institutions.

The drawback of looking only at the relationship between rates of entry
into mental institutions and, for example, economic recession, is that this
kind of analysis does not tell us who among the population at risk is most
susceptible to mental health problems. It is the other side of the coin of

looking only at individual attributes and not understanding that the indivi-
dual may come from a class of persons more likely than not to suffer from
stress, anxiety, and depression.

We need research on both the distribution of illness and the social pro-
cesses that are involved in the creation of those rates. There is both a

specialization and a division of labor in the behavioral sciences that, if it

is coordinated successfully by a research program, will produce a complemen-
tarity to the various levels of focus and inquiry. To look only at one level
is to blind oneself to the insights that are available at another. Indeed,
what happens at one level may reverberate profoundly at another. Just as be-
havioral psychology has taught us to attend to the subterranean origins and
consequences of actions, so the social sciences now point to the often un-
noted and unintended systematic reverberations of institutional decisions on
the mental health of individuals. In the section on race and mental health,

there is a discussion of how a South Carolina school board administered a

test that effectively unemploys 3,000 Black schoolteachers and replaces them
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with 3,000 Whites. To do it justice, research on the mental health implica-

tions of this problem would have to proceed on at least the two levels of

institutional practice and personnel consequence.

Epidemiological research is a first step and sets the stage for further
exploration about what are often subtle social processes that make up the

rates of incidents and the social demography of prevalence.

There has been considerable work on the epidemiology of mental illness,

with regional and national surveys that indicate prevalence rates by such

factors as age, sex, social class, work status, marital status, ethnicity,

and race. These studies have been valuable in pointing out possible connect-
ing elements that, if further explored, would greatly increase our understand-
ing of the social and cultural bases of mental illness. From the early clas-
sical studies of the Depression era, we learned that the central city areas
and the areas populated by the poor were most likely to display the highest
levels of victimization for the more serious disorders. Later work documen-
ted the social class correlations with mental illness for diagnosis, treat-
ment, and incidence. As the section on the family illustrates, we know that

widowed and divorced status is highly correlated with contact with mental
health facilities and with suicide.

Still, there are two major cautions to this kind of research. First,
there is legitimate questioning of the data base, where rates are assumed to

correspond roughly to prevalence. Powerful methodological critiques of this
assumption have been developed. There is now more than just the standard ob-
jection about the significance of the lack of consensus about what constitutes
mental illness. The critique in part goes to cultural variation in the self-
selection of certain populations to mental health facilities. Document anal-
ysis of contact with a mental health facility misses completely those parts
of the population that, for what may well by systemic reasons, never contact
that facility. And while surveys can be good research tools for answering
certain types of questions, they are inadequate and poor tools for understand-
ing social processes. A 2-hour questionnaire or interview is essentially a

device that gets at memory, distillation, and construction. What is needed
now is research on the social processes that interconnect demonstrably social
structural factors. We need "area studies" in much the same way as the
early anthropologists set out to study various areas of the world. These
studies are subject to two kinds of volnerabilities or problems that can be
corrected, by a research program. First, there is tendency for those commit-
ted to a survey research strategy to discount these studies because there is
not strong evidence for generalizability . Second, and quite ironically, there
is often an unfortunate over-generalizing in the tendency to let one field
study or ethnographic study stand for the general condition of a people or
an area. But what we need is not one Tally's Corner (an excellent portrayal
of street-corner life among Blacks in Washington, D.C., but a dozen Tally's
Corners for different parts of the country. Otherwise, there is the danger
of generalizing from one ethnography to the condition of Blacks over a 20-

year period. What is needed is not one study of Five Families , but a dozen
studies of five families. In short, we should begin to fund research which
complements and supplements the gross national statistical work on prevalence
with richly textured accounts of social, cultural, economic, political, and
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personal life. This research should be undertaken systematically in the

sense that contracts and grants are allocated for area studies simultaneously
and programmatically.

Anthropologists have been saying for the last half-century that mental
health and the cultural milieu are completely interwoven. It is from the
anthropologists that we learned how invalid our assumptions were about the
nature of human nature, and it was from studying other cultures that this
critique became so compelling. We need more, not less, cross-cultural re-
search. It is time the government retreated from its narrow and provincial
attitude that places the burden on the prospective cross-cultural researcher
to indicate before the fact that research in another culture will bear demon-
strably direct relevance to the United States. If this criterion (prior bur-
den to demonstrate its relevance) were placed upon internal research, then
little work would get done. As in the case of internal research, the pros-
pective researcher should be required to indicate probably relevance, but we
should retreat from the double standard that lets personality inventory re-
search on high school seniors who smoke marijuana proceed without the same
skeptical scrutiny that is reserved for a prospective study of mental illness
in Peru and the social definitions, responses to it, and treatment of it.

The passage between the categories of "normal" and "abnormal" is one of

the most fundamental processes of social control in any society or culture.
At different times, the passage is restricted to matters of imputed physical
health, spiritual or moral worth, and mental competence. As late as the 19th
century, epilepsy was regarded as a "state of being" that, once discovered,
prevented the afflicted from passage back and forth between "it" and "normal-
ity." Leprosy presently has that status in India, and there is evidence that
"mental illness" still retains stigma status for many Americans, even late
into the 20th century. One of the gaps in our knowledge is a lack of under-
standing about the long-range processes by which stigma is reduced, and for

which passage back (and forth) between the category of "normal" is made pos-
sible. There are only the sketchiest of data on this topic, and they tend to

be a series of cross-sectional studies of attitudes at given points in time.

These studies need to be supplemented with longitudinal research and with com-
parative and historical studies of other cultures and other periods in our
history. For example, the study of how epilepsy has diminished its stigma
status over the last century would be instructive for learning about the more
general social processes of stigma reduction as it pertains to the categories
of mental illness.
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CLINICAL PROBLEMS RESEARCH

PSYCHIATRIC EPIDEMIOLOGY*

Psychiatric epidemiology is that branch of psychiatric research that in-
vestigates how mental disorder is distributed in the population. These in-

vestigations have both administrative and scientific uses. The administrator
is assisted when epidemiological investigations show the frequency with which
various groups in the population identified by age, ethnic background, educa-
tion, urbanization or the place of residence, and social class seek psychia-
tric treatment, and the kind of treatment they seek. Given this kind of in-
formation, the administrator can forecast changing needs for beds and psychia-
tric manpower as the age structure of the population changes, as there is

migration into or out of his catchment area, as his catchment area becomes in-

creasingly urbanized, and as educational levels rise. When the epidemiologist
charts changes over time in the patterns of seeking treatment, the administra-
tor can further improve his ability to predict changes in demand for psychia-
tric services by noting increased or decreased readiness to bring affected
relatives in for psychiatric treatment and changes in the kinds of treatment
preferred. When the epidemiologist discovers geographic areas in which there

]

are large numbers of psychiatrically disordered in the population but few
' treatment facilities available to them, he helps to improve decisions about
how to assign scarce funds for treatment and where to set up new treatment
facilities.

The examples given are important in planning treatment facilities, but
do not address the question of why some parts of the population have more
mental illness than others, and so provide no clues as to how to prevent or
treat mental illness. The more basic aspects of epidemiological research

I

have to do with the causes of psychiatric disorder and its natural history.
The epidemiologist tries to find out which portions of the population are at

greatest risk of becoming mentally ill, which recover quickly if they do be-
come ill, and which are likely to relapse after a temporary remission. By
noting who is at high risk, the epidemiologist gets clues as to the possible
causes of the occurrence of psychiatric disorder and its course. He then
proceeds to test these possible causes by careful statistical studies, and
when these are successful, he engages in experimental epidemiology—changing
the environmental factors that he thinks may cause mental disorder to show
whether the plausible cause is a true cause. The final proof is that modi-

j

fying that cause changes the rate of the disorder. Of course, the probable
causes identified may not always be amenable to manipulation by the research-

I er or by government policy and so cannot be proven. However, it is the psy-
chiatric epidemiologist’s hope that he will discover some link in the causal
chain that can be broken.

When psychiatric epidemiology succeeds in identifying a cause that is

amenable to intervention, the disorder becomes easy to prevent or treat and
no longer requires the attention of psychiatric medical personnel. This is

what happened with psychosis associated with pellagra, a disorder that kept
mental hospitals full until an epidemiologist discovered that pellagra was
caused by a dietary deficiency.

* Copyright 1978 by the American Medical Association, prepared by Lee Robins,

Ph.D.
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After this early success of epidemiology, there has been no similar
break-through with respect to identifying causes of psychiatric disorder that
can be successfully attacked. There are clues in the correlations epidemiolo-
gists have found between depression and being female, between suicide and be-
ing an older white male, between alcoholism and being a male of Irish or Scan-
dinavian descent, between drug addiction and being a member of an urban minor-
ity group, between antisocial personality and being an urban lower-class male,
between organic brain syndromes and aging, between childhood autism and hav-
ing upper-class parents, between the hyperactivity syndrome of childhood and
being male, and between schizophrenia and failure to marry. These correla-
tions suggest many alternative causal theories that need study before we can
plan policy intelligently: Do women really suffer from depression more than
men, or is it only that they are more willing to admit their symptoms and
more likely to seek help? Do older men commit suicide more often because they
are truly more suicidal or is it only because they use more certain methods
than women do—guns and jumping from buildings instead of drugs—and because
they conceal their depressive symptoms from their doctors? Are some ethnic
groups really more biologically susceptible to alcoholism than others, or is

it only that they countenance and even encourage heavy drinking for males, or

perhaps define the male role in a way that creates demands and anxieties tol-

erable only when narcotized by alcohol? Is drug abuse in urban minority
groups a response to discrimination, or is it simply a historical accident
that illicit drugs became popular in these groups and continue to be trans-
mitted from peer to peer, as less harmful fads were transmitted in other eth-
nic groups in the past? Is autism associated with high status because these
mothers get such good prenatal care that brain-damaged fetuses are preserved
that would abort spontaneously or be stillborn if carried by less privileged
women? Is hyperactivity more common in boys because it is simply the upper
end of a continuum of the higher activity levels in normal boys that in nor-
mal girls? Is schizophrenia associated with failure to marry because frank
delusions and hallucinations are only the later stage of an illness present
from early in life that impairs the ability to form close inter-personal rela-
tionships, or does the sense of failure and loneliness associated with being
single in a world of couples precipitate the disorder in vulnerable human
beings? Some of these correlations already suggest social programs. We
should, for instance, train general practitioners to identify signs of suici-
dal thinking in older men even when they do not complain of depression, and we
should warn members of certain ethnic groups of their possible vulnerability
to alcoholism if they drink heavily, even when we do not know why the'y are
especially vulnerable. But if we had answers to these questions we might be
able to reduce the special vulnerability of these groups and do a great deal
more effective prevention.

While answering these questions might enable us to reduce the incidence
of these particular disorcers, that is only a small part of the potential
usefullness of psychiatric epidemiology. It has become clear that much of

the mortality and morbidity of youth and middle age is closely related to

lifestyles. Excess early deaths are found particularly in lower-class males.
Many of these excess deaths are by homicide; accident; pneumonia; drug over-
dose; cancer of the mouth, esophagus, and lung; cirrhosis of the liver; and
serum hepatitis. Those who die too young come especially from the violent,
the criminal, the heavy drinkers, the heavy smokers, the aggressive drivers,
and drug addicts. Psychiatry assigns a diagnosis to those with extremely
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high-risk lifestyles of "antisocial personality," a psychiatric disorder most
common in young lower-class males. This disorder and the disorders of drug
abuse and alcoholism, which are also most common in young lower-class males,
contribute substantially to the short life expectancy of males as compared
with females. The social costs of these disorders are enormous. Their cost
in extra psychiatric care is substantial, but is dwarfed by their cost in
terms of crimes and imprisonment, emergency room care for accidents, foregone
earnings, and dependency of the individual and his dependents on social agen-
cies. Psychiatric epidemiology has already shown that antisocial personality,
alcoholism, and drug addiction are foreshadowed by antisocial personality
usually beginning in early childhood and almost never later than adolescence.
Yet many aggressive and deviant children and adolescents become stable and pro-
ductive adults. We need to know how to identify those children unlikely to

grow out of these behaviors and the causes of these behaviors so that they
can be interrupted or prevented in childhood before they take their terrible
toll in mortality and other social and personal costs.

What has kept psychiatric epidemiology from continuing the success story
in prevention that was begun with eradicating pellagra? It is only in the

last 20 years that psychiatric epidemiology has begun to develop the tools
needed to go further in solving these problems. Before that time, most epi-
demiological research was confined to hospitalized patients, and guesses about
causes were based on noting that relatively high proportions of some popula-
tions entered psychiatric hospitals. But soon it was noted that the closer
people lived to the hospital, the more likely they were to enter it. Studies
were then expanded to include psychiatric outpatients as well as hospitalized
patients. This expansion culminated in the establishment of county-wide psy-
chiatric registers which overcame these geographical biases. But it soon be-
came clear that much of what appeared to be social correlates of psychiatric
disorder were in fact largely the social correlates of coming to psychiatric
care . Studies of general medical practice, of prison populations, and of

school children showed that many persons with psychiatric disorder were han-
dled by general practitioners, internists, school counselors or remedial
teachers, social workers, and the courts. These cases never appeared in even
the most complete register of psychiatric facilities. There was such a con-
founding of factors affecting treatment with factors predicting the occurrence
of psychiatric disorder that our findings were judged inconclusive.

To avoid this confounding, about 30 years ago epidemiologists started
trying to determine rates of mental disorder in untreated populations. But
here new problems arose. In untreated populations, there was difficulty in
deciding who did and did, not have a mental disorder and what mental disorder
he had. In the earliest studies, psychiatrists talked to key informants in
small towns and rural populations, people who knew the whole community per-
sonally and knew who had severe mental illness at least. A little later,
epidemiologists began personal interviews with adult community members. Those
interviews were confined to questions likely to upset no one. The researcher
was able to assess depression and anxiety adequately, but questions about
homosexuality, promiscuity, violence, drinking, drug problems, psychosis, de-
mentias, and arrests were omitted. These omissions were justified by arguing
that not only were such questions upsetting but that they would not have been
answered honestly anyhow. Questions about deviant behavior first became part
of psychiatric interviews given to general populations only about 20 years
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ago, and have only recently been in common use. Surprisingly, they turned
out to be answered quite honestly when checked against record information,
and not to be upsetting. These "embarrassing" symptoms have their greatest
frequency in young men. Their systematic omission from early epidemiological
studies led to apparently erroneous findings that "psychiatric disorder" is

more common in women than in men and that rates of disorder increase with
age. Until very recently, attempts to assess the incidence of mental retar-
dation or organic brain syndrome in general populations were made only by
psychiatrists speaking to key informants or to elderly people. Again, it was
thought too embarrassing to ask other subjects to do simple arithmetic or dem-
onstrate their ability to remember dates. Unfortunately, assessments of brain
dysfunction by observation are highly unreliable. The ascertainment of psy-
chiatric disorder in children has been biased in a different direction. Since
interviews have been with parents and teachers rather than with the children
themselves, there has been less hesitancy about asking about socially dis-
approved behavior and learning problems. But the frequency of syndromes of

depression and anxiety in children is undoubtedly under-estimated, since
these symptoms may not be obvious to parents and teachers. Perhaps for this

reason, it is believed that psychiatric disorder is more common in boys than
in girls.

A useful psychiatric interview for epidemiological studies of a general
population must allow accurate diagnosis even when administered by a non-
physician. Until recently, whether a subject was counted as a "case" or not
depended on the global impression of psychiatrists as to whether or not they
would be surprised to find such a person in a treatment setting. When studies
grew too large for psychiatrists themselves to see all of the subjects, they
based their opinions on the patterns of answers to questions elicited by non-
physicians. Early American studies in general populations looked for the
causes of "mental disorder" with no attempt at differential diagnosis. This
was as fruitless as it would have been to look for a single set of causes of

all physical disorder. Since the social correlates of different psychiatric
disorders are very different indeed, there is no reason to suppose that they
have common causes. Earlier surveys also restricted themselves to current
symptoms. Failure to obtain lifetime prevalences meant that there was a con-
fusion between causes of the disorder and causes of its being long-lasting.
Finally, symptom questions in early instruments made no provision for evaluat-
ing severity or duration of the symptoms. This led to confusing the sjnnptoms

of psychiatric disorder with the ordinary mild and transient disturbances of

everyday life.

Only in the last 2 or 3 years have we begun to develop instruments capa-
ble of making differential diagnoses on a lifetime basis which cover all the

major diagnostic categories by evaluating both the presence and the severity
of pathognomonic symptoms and which can be administered by non-psychiatrists,
and diagnoses made by computer in a systematic task, rather than relying on

the impressions of a psychiatrist who has never seen the subject. These in-

struments are not fully developed nor refined and they must be tested for re-
liability and validity. At last we are about ready to approach the task of

estimating the frequency of specific psychiatric disorders in the general
adult population with tools worthy of the task. The development of diagnostic
interviews appropriate for children still has a long way to go. Recently it
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has been shown that psychiatric interviews with children do not upset them
and are much more productive than might have been expected. Much work remains
to be done in deciding how questions should vary with the child’s age, and how
early in life such interviews become reliable and valid.

In addition to lacking a proper diagnostic instrument, epidemiological
research has lacked tools for measuring environmental factors at a sufficient-
ly detailed level to suggest potential methods of prevention and intervention.
Most early work has been satisfied with the classic demographic variables of

class, race, sex, age, size of place of residence, and marital status. Cor-
relates with these factors are readily found but are difficult to translate
into social action. In place of these very global variables, we need to spec-
ify what it is about being poor, old, living in a large city, unmarried, or

female that increases the risk for particular diagnosis. Only when we can

identify specific causes such as diet or lack of emotional support, or higher
rates of specific traumatic life events, or higher rates of specific physical
illnesses do we begin to have a handle on something that we might try to modi-
fy. The development of instruments capable of describing the total environ-
ment in reasonable detail is just beginning. There have been great advances
in describing critical life events, but these systematic questionnaires have
not yet been combined with questions assessing more static aspects of the en-
vironment.

A third major limitation has been the slowness with which appropriate re-
search designs have been developed. Because psychiatric disorder affects sur-
vival and lifestyle, and because ages of risk vary from one disorder to another,
ordinary opinion surveying methods fit the epidemiological task poorly. Opin-
ion surveys are ordinarily carried out with adults of all ages living in a

national sample of household units. This model has been followed in much
American epidemological research. Unfortunately, it leaves out those who died
young, those in institutions, those too transient to be identified with a

household, and t'hose who, although identified with a household, spend so much
of their time away from home that the interviewer fails to contact them. All
these groups that are omitted have a higher than average risk of psychitric
disorder. Because each disorder has its own age range of risk, a general pop-
ulation survey in which rates are sought for all disorders at once works out
poorly. The elderly have forgotten the disorders of their childhood and youth,
and the young should not figure in our estimates of the incidence of disorders
that first appear late in life. Instead studies should be limited to those
disorders which share a common age of risk, and subjects of the appropriate
ages chosen accordingly. In the last 10 years, the development of designs for
multi-cohort longitudinal studies has solved most of these problems.

As we have noted, the last 10 years have seen phenomenal progress in the
development of methods appropriate to detecting possible causes of mental dis-
order through psychiatric epidemiology. It is time to consolidate the recent
great strides and to capitalize on these advances in methods.

The recommendations with respect to psychiatric epidemiology will be
listed under four headings: 1) priority areas for the development of methods,
2) priority areas for substantive research, 3) desirable changes in the pro-
visions of Federal research grants and research training, and 4) needed changes
in Federal regulations concerning access to records needed for epidemiological
research.
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1. Priorities Areas for the Development of New Methods

a. The improvement of diagnosis by interview . We
have emphasized the remarkable development of diagnostic
interviews for the collection of epidemiological data in

the last few years. There remain, however, areas in which
that development is still not sufficient. One of these
is the ascertainment of mental functioning in the general
population in order to assess retardation, organic brain
disease, and thought disorder suggesting schizophrenia.
This is a difficult area because it is largely based on
observational techniques and judgements about memory for
past events of which the interviewer himself has no know-
ledge of whether they occurred or not. Linguistic anal-
ysis and experiments in comparing partients’ responses
with those of their relatives would lay the groundwork
for more objective field assessments of brain function.

Another area in which further development is needed
is the development of interviews that are appropriate
for children of varying ages.

A further necessary development is the finding of

ways of obtaining psychiatric diagnostic interviews at min-
imum cost and with minimum invasion of privacy. Repeated
standard evalutions of the level of mental illness in the

population would tell us a great deal about trends in men-
tal health and could track effects of major political and
social changes. But at present this is too expensive and
too burdensome. One of the most promising solutions is

the transfer of psychitric interviews to portable computer
terminals so that the individual subject can put his an-
swers directly into a data bank without requiring a highly
trained psychiatric interviewer, and without the risk to

confidentiality involved in answering questions face to

face. The portability of such terminals is increasing at

such a pace and their programing has become so flexible
that it may soon be possible to use them in door-to-door
interviewing.

Another important area of interview development is

the development of brief screening interviews. Current
psychiatric interviews capable of making diagnosis may re-
quire up to 2 hours to administer. Preliminary studies
have indicated that virtually equally precise results can
be obtained by the development of screening interviews that
make rapid decisions for most subjects and save detailed
questioning for borderline and questionable cases. Such
a reduction in the number of questions that need be answered
makes it possible to ask about environmental factors that
may be causative in the same session as the diagnosis is

made, enhancing the probability of finding correlates of

psychiatric disorder.
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b. Research uses of clinical records . Another im-

portant methodological area which needs development is

finding ways of using routine clinical records in epidem-
iological research. In the past, diagnostic criteria have
varied so much among practitioners that records of one
physician were not comparable with those of another. How-
ever, with the expected publication of operational criteria
for diagnosis in the American Psychiatric Association’s
Diagnostic and Statistical Manual III, (DSM-III) the clin-
ical record may become sufficiently standardized to allow
its use as a research tool. Methodological research to see

to what extent records based on the DSM-III operational de-
finitions are usable could open up a vast amount of pre-
viously unavailable data.

c . Developing subject banks of rare disorders . One
of the difficulties that has plagued epidemiological re-
searchers is the fact that many disorders of great interest
are rare. Unless a general population survey has a huge
sample, too few cases of these disorders are turned up to

allow studying them. It has been suggested that rather
than ignoring rare disorders in studies of general popula-
tions, interviewers invite subjects found with these dis-
orders to participate in future studies. In this way,
banks of persons having rare disorders but not necessarily
coming to treatment could be accumulated and natural history
studies be done. This suggestion needs exploration both
for feasibility and with respect to ethnical questions
raised if identifying data are to be transferred from one
study to another.

d. Developing instruments for assessing environmental
factors . A final topic of great importance for psychiatric
epidemiological methodology is the development of well-stan-
dardized tools for assessing environments. With the develop-
ment of new types of genetic analyses, it has become possi-
ble to ascribe similarities between family members in part
to genetic effects, in part to family-engendered environmen-
tal effects, and the remainder to non-familial environments.
Understanding the interaction of genetic with social factors
requires the development of methods of carefully assessing
environments. This is the first step in progress toward
eventually being able to prescribe environments that can pro-
tect children with a genetic predisposition to mental dis-
order from developing it.

2. Priority Areas for Substantive Research

In the previous section, we described what additional
tools we need to advance epidemiological research. There
are already, however, a number of intriguing findings to be
explored with the tools already at hand.
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a. The relationship between physical and mental dis-
order . One important topic ripe for further epidemiolog-
ical investigation is the relationship between physical
and mental illness. Recent work with children and adults
has shown physical and mental disorder to be highly cor-
related. Patients with psychiatric disorders seek more
medical care than do the psychiatrically health; children
with low birth weights, with epilepsy and cerebral palsy,
and with sensory deficits have elevated rates of learning
difficulties and conduct problems. Until recently, re-
search in psychiatric disorder has chiefly tried to sep-
arate physical from mental causes of symptoms. A more so-
phisticated view urges the study of their interaction. We
need to learn how often physical illness follows the on-
set of mental disorders and to what degree mental disorder
tends to follow the onset of physical disorder. These
studies should seek to specify the particular physical and
mental diagnoses involved and which sub-populations are at
highest risk of experiencing them.

b. Cross-national comparisons . To some extent, psy-
chiatric disorder may reflect stresses unique to our par-
ticular society. If so, it may be possible to reduce such
stresses by slow changes in national attitudes and values.
To learn whether there are such unique correlations, we
need cross-cultural studies comparing the distribution of

mental disorder in the United States with its distributions
in other cultures. One powerful method for carrying out
such studies in a poly-cultural society like our own is to

compare rates of disorder in immigrant populations with
varying lengths of stay in the United States with rates in

their countries of origin and in second-generation Ameri-
cans of the same ethnic extraction. This technique has
been used to show that suicide rates in countries of origin
continue to be reflected in the suicide rates for immigrants
from those countries.

c . Prospective studies of anticipatable life events .

Studies of the association of life events with psychiatric
disorder have produced striking correlations, but have not
settled the issues of whether life events can actually
cause mental disorders or only cause transient symptoms and
increase the chance that preexisting illness will come to

treatment. The next step should be the prospective study
of predictable life crises. For instance, the mental health
of newly married young adults could be assessed and then re-
assessed after 5 years. Reassessment would show whether
those initially well who underwent separation or divorce in

the interim had developed a persistent, diagnosable syndrome
at a higher rate than those who remained married. Another
life crisis point that could be foreseen and studied in a

similar way is the death of parents of middle-aged subjects.
Those with living parents could be assessed and then re-
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assessed 5 years later. The rate of new psychiatric dis-
orders in those who lost a parent in the interval could
be compared with rates in those who did not. Events that

dramatically change the community atmosphere, such as a

new industry's greatly increasing job opportunities, also

provide excellent opportunities for quasi-experimental
studies of the effects of changed environments on mental
disorder.

d. Identification of barriers to care . Epidemiolo-
gists have long been concerned with different patterns of

seeking and refusing psychiatric treatment. These studies
should continue and emphasize discovering where those who
do not come to psychiatric treatment take their psychia-
tric problems and what signs indicate their need for re-
ferral. For older depressed men, a group that rarely
seeks psychiatric consultation, indicators of impending
suicidal risk could be developed. These might include
changes in behavior at work or at home. Such signs could
be taught to wives, employers, and physicians to alert
them to a need for referral.

e. Epidemiological studies of the course of psychia-
tric disorder . Very little is currently known about fac-
tors affecting the course of mental disorders. As an exam-
ple, the correlates of illicit drug use are well known,
but nothing is known about which users will become addic-
ted, which addicts will spontaneiously remit, or which of

those who remit will ultimately relapse. For only a few
disorders has even the natural history been well described,
much less the changes over time explained. Natural his-
tory studies are of great value in developing baseline
figures against which the effectiveness of new programs
can be evaluated, and studies of social correlates of dura-
tion, remission, and relapse can suggest effective interven-
tions.

3 . Needed Changes in the Provisions of Federal Research Grants and Research
Training .

a. Duration of research grants . The most productive
epidemiological studies are longitudinal studies. Current
funding philosphy, limiting research grants to a 3-year
period, makes such studies difficult to carry out. Three
years does not allow a sufficient interval. It would be
valuable to have a more flexible granting system where
grants that require a longer funding period could be given
it.

b. Support for intervention experiments . An area
of great importance for which there are inadequate re-
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search funds Is the area of experimental epidemiology. We
have identified many correlates of psychiatric disorder,
but whether our correlates are truly causes or not is some-
thing that can be tested only through experiment. Carry-
ing out such experiments requires baseline measures, set-
ting up a program, and then later evaluating its impact.
Funding is needed for the program itself as well as for its
evaluation. Adequate levels of funding for such enter-
prises are difficult to obtain. In addition, special help
may be required from the Government if the project is to

involve experimental and control communities. These com-
munities must be protected from the introduction of other
programs that might confound the findings and from exploita-
tion by other branches of the Government (e.g., the Internal
Revenue Service or Law Enforcement Assistance Administra-
tion) if the experiment involves monetary incentives or be-
haviors not now legal. Thus, a new funding mechanism is

needed which allows initiatives from the research community,
as in research grants, but assistance from the granting
agency, as in contracts. The difficulties and expenses will
be greater than those of most grants, but it is far cheaper
for the Government to support such small-scale experiments
than to continue to launch huge untested projects based
only on correlational evidence.

c. Research training in epidemiology . Research train-
ing for psychiatric epidemiology is an area that needs fur-
ther development. Particularly needed is the training of
more psychiatrists in epidemiology. Most psychiatric epidem-
iologists are psychologists, sociologists, or non-physicians
with a degree in public health. While these people are often
well trained in research design and data analysis, they lack
clinical training, which is sorely needed in developing diag-
nostic questions, establishing the validity of diagnostic
decisions, and developing criteria for distinguishing mental
from physical s)nnptoms. In order to involve more physicians
in such training, a number of Government initiatives could
be helpful. First, basic epidemiology should be encouraged
as a part of the M.D.-Ph.D. programs already funded. These
programs are now largely restricted to students interested
in the bench sciences.

Epidemiology is seldom a prominent part of the medical
school curriculum. It is often isolated in schools of pub-
lic health or is one small part of a preventive medicine
department. It will become an integral part of medical ed-

ucation only if there are post-graduate opportunities in the

field. The Government should support new residency programs
in epidemiology to help epidemiology become established as

a medical specialty. Epidemiology is the parent discipline
of preventive medicine and health services planning. It

needs special fostering at present given the enormous govern-
ment investment in these areas and the small number of med-
ically trained epidemiologists.
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In addition to developing a clear career program in

epidemiology for physicians, a program that will take some

years to develop, the Government should immediately im-

prove training opportunities in psychiatric epidemiology
for psychiatrists under the National Institute of Mental
Health Training Grants program. Post doctoral training for

psychiatrists in epidemiology as well as in other areas
has been greatly hampered by the low stipends awarded.
Psychiatry departments forbidden to supplement awards out
of grant funds have elected to award postdoctoral fellow-
ships only to Ph.D.s, because they will settle for a

smaller supplement than will psychiatrists. No supplemen-
tation is ordinarily available to the pscyiatrist who
elects to be trained in a school of public health, since
the psychiatrist in training is producing no practice in-
come for the school and is not even a prospective faculty
member. Awards should be at least as high as the typical
stipend received in the final year of the psychiatric res-
idency.

4. Needed Changes in Federal Regulations Concerning Access to Records for
Epidemiological Research

Epidemiological research is often carried out by long-
itudinal studies that make use of both interviews and record
data. These studies require access to records as a source
from which to sample, as a help in locating subjects, and as

a source of information about subjects. Records useful for
these purposes are not only medical care records, but also
records that allow indirect assessment of psychiatric status,
such as records of emplo 3nnent and police records. At pre-
sent it is very difficult to get access to such records with-
out patient permission. Dependence on patient permission
means a risk of incomplete ascertainment and consequently of

bias. The Privacy Protection Study Commission has recommen-
ded some changes in the privacy laws which would improve ac-
cess to government records, medical, educational, and social
agency records without permission for research purposes, but
other records are excluded, permissions are to expire after
only 1 year, and each permission for future follow-ups must
be renegotiated. The accompanying paper entitled "Privacy
Regulations and Longitudinal Studies" makes a number of con-
crete suggestions for changes in regulations governing access
to records that would greatly facilitate epidemiological re-
search.

Epidemiological research holds the key to the discovery
of preventive methods in psychiatry. If one is limited to
studying people who are already sick and asking them retro-
spectively about the circumstances of their falling ill, op-
portunities to get clear answers about the circumstances
causing mental illness are very limited. Psychiatric epidem-
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iology as it now exists offers enormous opportunities to

answer questions about who gets ill and why, and to sug-
gest methods of improving the mental health of our so-
ciety. Anything that the Commission can do to facilitate
the rapid development of the methods and results of this
area will go a long way toward improving the health of
America.

NOSOLOGY

Nosology is the branch of medical science that deals with orderly relat-
ing or classification of disease. Classification of disease is necessary in
order to communicate information about the etiology, type of treatment needed,
short- and long-term prognosis, and likelihood of recurrence. Existing noso-
logical systems are not static, but rather dynamic in the sense that they are
subject to modification by the entry of new information from new clinical ob-
^servations, treatment responses, and biological concomitants of the disorders
(i.e., genetics, neurochemistry, psychology).

Within the last decade major strides have begun to be made on increasing
the precision of structured interviews and psychometric instruments to pro-
vide better descriptive accounts of disordered behavior. Instruments such as

the Current and Past Psychopathology Scales, Present State Exam, Schedule for

Affective Disorders and Schizophrenia, Research Diagnostic Criteria, have been
put in the service of major international (World Health Organization Study of

Schizophrenia, psychiatric diagnosis in London and New York) and national in-

vestigations (National Institute of Mental Health, Clinical Research Branch,

Collaborative Study on the Psychobiology of Depression) that attest to the

heightened reliability of diagnosis when problems of adequate definition and

training of clinical judges in the use of structured mental status interview
schedules and systematic observation and inquiry have been resolved. This
trend in diagnostic precision is accelerating and has great implications for

more exacting research in psychopathology. However, the gains to be made are
many, and many areas of psychopathology lack adequate diagnostic criteria.

Attacks on classification have come from several quarters—from some psy-
chologists and psychiatrists who dispute the validity of diagnoses or question
the purpose to which they are put, to a subset of sociologists convinced that

the explanations of deviance are to be found in "labeling theory," to some be-
haviorists who see in the overt behaviors of patients the only classifications
schema for understanding psychopathology, and from some civil libertartians
concerned with the negative effects of institutionalization that purportedly
follow the act of classification of severely disordered individuals.

This controversy concerns the social desirability of "imposing" a label
or diagnosis cutting across all categories of psychopathology. However, it

is perhaps most significant when one has to deal with the area of children
with behavior difficulties. The arguments against psychiatric diagnosis are
fueled by concern about the subsequent effects which such labels would have.

It is argued that "labeling" places recipients into the sick class, thereby
possibly inflicting social stigma with all its potential negative consequences.
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It is probably true that, in many ways, sick people are at a disadvantage in

our society. Most important, however, this is likely to be so whether the
"sickness" is labeled or diagnosed. For example, among children whose be-
havior warrants a psychiatric diagnosis, there is no evidence that social pre-
judice is the sole result of the label which is assigned to the child, rather
than the result of the deviant or unusual behavior which led to the diagnosis
in the first place. Indeed anthropologists note that most societies recog-
nize and distinguish schizophrenia and depression from other altered states
that are a component of ritual. There are indeed no data to support the hope
that by dispensing with it "victims" of classification will be restored to

full social status in society. Rather, without distinguishing and identifying
what is disordered, we cannot help in those instances where specific interven-
tion is available: surgery for brain tumor, lithium for mania, remedial read-
ing training for the specific disability, and so forth.

A positive and supportive attitude toward dysfunction rather than covert
contempt and fear is, we suspect, what is really at issue. Labeling that
closes the eyes of the therapist and society to the dignity of persons and the

pursuit of what precisely they need, that, in brief, coercively closes doors
and efforts to search for solution, indeed needs to be countered. But dis-
orders that impair the individual’s capacity to regulate his own perception,
tnoughts, feelings, and behavior are not identical with deviant or novel be-
liefs of those who, by choice, view society’s prevailing attitudes and demur.

In fact, diagnosis, from the Greek, to "see through," entails a first
step; diagnosis is not destiny but the attempt to find out what is wrong and
what next can be done. The clinician diagnoses the condition, its severity,
the factors—social and physical—contributing; the person with the disorder,
his particular skills and impairments; his situation and the helping sources
available. Diagnosis is in practice, then, a step towards precision in a

sequence of acts designed to help a person to achieve his or her goals. More-
over, there are instances when being considered ill presents social advantages
since the individual may then be excused from many unusual societal demands
and expectations. Therefore the consequences of diagnosis are not necessarily
harmful

.

The field of descriptive diagnosis is relatively recent, but it has al-
ready produced important distinctions in the area of depression, schizophrenia,
and has only started to make distinctions in childhood diagnoses and neuroses.
It is difficult to underestimate the importance of such developments in which
increased diagnostic precision and improved nosology are shown to be related
to prognosis under differential treatment procedures. One must accord this
a major advance over earlier efforts using non-dif ferentiated treatments for
heterogeneous groupings of patients.

SCHIZOPHRENIA

Prevalence

Approximately 2 million Americans—or slightly less than 1 percent of
the population—are schizophrenic. Four million—or 2 percent of the Nation

—

will have a schizophrenic-like illness at some time during their lives. In
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large urban areas, among certain socio-economic groups, the percentage may
rise to as high as 6 percent, or more than 1 in 20 persons. With slight de-
viations, these proportions are worldwide. To put these numbers in a dif-
ferent perspective, there are as many schizophrenics in America as there are
people in Oregon, Mississippi, and Kansas, or in Wyoming, Vermont, Delaware,
and Hawaii combined.

One-half of all psychiatric hospital beds are occupied by schizophrenic
patients. Most schizophrenics (62 percent), after they are discharged from
a hospital, must return for periodic inpatient treatment. Only one-fifth of

discharged schizophrenics hold jobs, while a majority of discharged patients
with other psychiatric diagnoses (55 percent) work. Further more, since
schizophrenia usually strikes in late adolescence or early adulthood— the

primary career-forming years—schizophrenics get a late start on the job mar-
ket or college. Consequently, when they are able to work, they are left with
the lowest paying employment.

The world of a schizophrenic can be horrifying, filled with distorted
faces, voices of unseen people, fears of death and destruction, an inability
to talk with people, and an overwhelming loneliness. It is estimated that as

high as 10 percent of schizophrenics commit suicide. When they are hospital-
ized, they generally receive no income, do not attend school, and socialize
only with other psychiatric patients. When they are discharged from the hos-
pital, their psychiatric history rides with them and they face pessimism,
shame, exclusion, and fears of another breakdown and rehospitalization.

The impact of schizophrenia on the family is also heavy. Even if only
one family member if afflicted, all feel its pain. The schizophrenic’s par-
ents bear the emotional toll of raising their child with the usual parental
hopes and dreams and then watching as their child acts bizarrely or becomes
increasingly seclusive and angry. As they try to help, they may be faced with
rejection, hostility, or increased demands. Schizophrenia affects the other
children in the family. They face—often at a young age—the difficulties of

relating to their sibling, who at times behaves oddly. Finally, schizophrenia
touches the extended family, who are often drawn into finding care or even
providing care for the schizophrenic.

Classification

Schizophrenia is a chronic and severe disorder of thought, mood, behavior,
and social relationships, with an onset in adolescence or young adulthood and
the likelihood of continuous or repeated hospitalizations over many years.

Schizophrenic patients are troubled by bizarre thinking, speech and behavior.

They have difficulty establishing close relationships, tend to withdraw to

a world of their own, may be unable to experience real pleasure or sadness,
and often experience hallucinations and delusions. There are also milder
forms in which the symptoms are similar but less severe and in which the in-

dividual, though not incapacitated, is able to make only a marginal adjustment
to society. There is little reason to regard schizophrenia as a single di-
sease and more evidence that it is heterogeneous in causation and nature.
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Etiology

Numerous neurological and somatic diseases resemble schizophrenic ill-
ness at some point in their development and are frequently confused with it.

Nevertheless, there are not as yet any physical signs, biochemical abnormal-
ities, or pathological findings that are generally accepted as characteristic
of schizophrenia. In the psychological sphere, however, several deficits are

known to occur.

The most obvious psychological dysfunction in schizophrenia persons is a

disorder of thinking which shows itself, not only in faulty reasoning and pro-
blem solving, but in commonplace instances of communication in the form of

work misuses, peculiar phraseology, and loose, fragmented, fluid, or inappro-
pirate associations amongst thoughts.

Attunement to reality and the capacity to function effectively rely upon
the fine attunement of attention in its several forms. Many of these aspects
of attention appear to be defective in schizophrenia. It appears that many
qualities of attention are disordered in schizophrenia, some reflecting moti-
vational factors—an unwillingness to attend or disinterest and withdrawal

—

and some indicating quite involuntary experiences with genuine attempts to be
attentive.

There are also some physiological deficits apparent in schizophrenics.
In looking about, we use two kinds of eye movements—one is a rapid or "sac-
cadic" movement which guides an object on to that part of the retina that af-
fords the clearest vision, fovea. The second, smooth pursuit or following,
keeps the object on the fovea. In a number of central nervous system disor-
ders, smooth pursuit eye movements are disturbed. Recent work has shown that
they are both so disturbed in a large number of schizophrenics who do not have
any other discernible central nervous system disorders. These smooth pursuit
eye movement impairments are not "state" related since they do not disappear
with clinical improvement and they appear in otherwise healthy close relatives
of the schizophrenic patients. They may, however, reflect an impairment that
is associated with a predisposition to become schizophrenic.

Motor movements, independent of the time taken to begin a movement (this
latter is called reaction time), are generally slowed in schizophrenics. This
applies to intentional as well as to unintentional movements. Although no
studies have shown that schizophrenics have an impairment in spinal reflex
response, slowed movements that involve the voluntary muscles have been con-
sistently observed.

Most forms of schizophrenia have a hereditary component, as demonstrated
by a considerably increased prevalence in the identical twins (as in the bio-
logical relatives of schizophrenics) even when they are reared separately.
Environmental factors also play an important role and it is generally accepted
that the disorder represents the results of environmental influences on a

genetic predisposition. Genetic factors can express themselves only through
biological processes, which is compelling evidence for the importance of bio-
logical research directed at a basic level as well as at schizophrenia itself.
Similarly, the environmental influences that are important may be biological.
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psychological, or social in nature. We do not, at present, know how the gene-
tic factors in schizophrenia operate or what specific environmental influences
are involved. Heuristic hypotheses have been proposed in all of these areas
and need to be examined.

Treatment

A number of drugs have been developed during the past two decades that
are of proven efficacy and specificity on the psychotic symptoms of schizo-
phrenia. They are ineffective on some of the nonpsychotic sjnnptoms, particu-
larly the improverishment of affect and motivation. These drugs have in com-
mon a blockade of dopamine synapses in the brain and varying degrees of anti-
cholinergic effects. Practically all have a tendency to produce certain
neurological side effects in a minority of the patients. Treatment by various
types of psychotherapy is as yet of unestablished efficacy, although in com-
bination with drug treatment psychotherapy may facilitate recovery and social
adaptation. Treatments with high doses of vitamins, minerals and trace met-
als, anti-allergenic diets, glucose, insulin, or electroconvulsive therapy
have not been established by acceptable evidence as efficacious.

There are no specific preventive measures that have been 'shown to be
effective. This can be attributed to a lack of knowledge of specific etiolo-
gical factors. Although successful treatment of a disease can be discovered
by serendipity, its effective prevention requires a knowledge of the causes
and pathogenesis of the disorder. This is true in all of medicine including
psychiatry. General paresis and pellagrous dementia are practically non-
existent in this country today because of the specific prevention measures
which depended upon the understanding of their etiology. Knowing what varia-
bles are corollated or associated with an illness has often led to an under-
standing of specific causes that could then be prevented. The association
of schizophrenia with poverty, especially in larger cities, could serve as an

important clue in the discovery of the more specific psychological and bio-
logical factors responsible.

Research Opportunities and Options

There is a continuing need for sharper definition of schizophrenic ill-
ness and the characterization of homogeneous subtypes. This can now be ap-
proached anew with the collaboration of the disciplines of genetics, psychol-
ogy, biochemistry, physiology, pharmacology, and neuropathology, with the

burgeoning knowledge in each. There are also new statistical techniques and

research strategies (cluster analysis, study of high-density families, etc.)

that can be applied.

Several psychological dysfunctions that are implicated in schizophrenia
require further study and refinement. Since many aspects of attention are
impaired, scientists are obligated to study which aspects are specific to

schizophrenic pathology and which are characteristic of other psychoses as

well. The same questions about specificity must be asked of each of the other
psychological dysfunctions. In respect to thought disorder, for example, al-
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though thinking is disordered in all psychoses whether of toxic, organic, or

functional etiology, schizophrenia may claim a type of thought disorder that

has a character differentiated from that associated, for example, with manic
psychosis

.

Efforts should be geared toward improving our skill in identifying per-
sons vulnerable or susceptible to later schizophrenia. In this context, we
need to be able to distinguish genuine risk factors from early premonitary
s 3miptoms of the actual disorder. The latter, of course, are important for

early detection and, therefore, early treatment, but the former promise to

have a major impact on the potentiality for preventing the disorder through
identification of vulnerable or susceptible people as soon as specific traits
interact with certain accidental occurrences or factors to produce the di-

seases. Neither the traits nor the factors by themselves are necessarily
pathological; it is the interaction of both that may produce the malignant
condition. Although a number of risk factors have been studied, rigorous sys-

tematic research is now called for to discover both the specific traits and

the accidental triggering factors. These traits and the factors include
genetic predisposition; perinatal events such as obstetrical complications;
viral and bacterial infections; early toxic conditions; physiological respon-
siveness; the nature of thresholds for sensory reception; the quality of

maternal, sexual, and social attachment behavior in children; the nature of

family interactions; the appearance of specific personality and character dis-
positions; social and intellectual competence; neurological development and
integration; the organization of skills and adaptive behavior; the capacity
to postpone the delay gratifications; motivational attunement; emotional ex-
pressivity; and the appearance of maturational lags in physical and psycho-
logical growth.

Nowhere is the significance of the early critical years more apparent
than in the study of the origins of psychopathology. It is important to con-
duct research into children’s adaptations in the complex world in which the
child moves, thinks, and engages, and the developmental aspects of these ap-
proaches should be emphasized.

There is much to be leraned regarding the underlying biological and psy-
chological processes through which the etiological factors operate. The
remarkable increase in knowledge in neurobiology and the neurosciences gener-
ally now makes possible an unprecedented number of new and promising approach-
es .

The neurotransmitters, chemical substances now known to operate the
billions of switches in the circuits of the brain, mediating perception, cog-
nition, mood, and behavior, can be studied from the point of view of the dis-
turbances in these psychological functions known to occur in schizophrenia.
The connections of the neurotransmitter systems on which antipsychotic drugs
produce their effects can be explored, along with the interactions of other
defined neurotransmitter systems and those neural networks awaiting defini-
tion.

Fundamental properties of the synapse, such as the properties of recep-
tors and the phenomenon of receptors’ supersensitivity, involved in the
therapeutic actions of the antipsychotic drugs and also in their side effects
requires further elucidation.
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At a higher level of integration, there are the physiological functions
that are or may be distributed in schizophrenia as requiring further study:
electrophysiological signals, galvanic skin response, temperature regulation,
neuroendocrine mechanism, eye tracking, and voluntary movement. These can
usefully be applied to clinical differentiation and to studies of the course
of illness, and the response to therapeutic agents.

Evaluations of the usefulness of therapeutic techniques call for develop-
ing measures that assess not only the clinically observable behavior, but the
changes in the psychosis itself as reflected in disordered psychological func-
tions. Research should therefore be directed toward developing reliable and
valid measures of psychological malfunction. This same need is essential in

terms of measures of clinical change. The development of measures that tap

a variety of schizophrenic behaviors is more valuable than examining a single
dimension of response. This is true because the monitoring of several dimen-
sions permits one to discover profiles of response to treatment and such pro-
files may reflect different subtypes of schizophrenia.

The ultimate prevention of schizophrenia will depend upon our understand-
ing of etiology and pathogenesis and therefore on all of the types of research
outlined above. The discovery of etiological factors for important disorders
has often come from unexpected disciplines. Because the evaluation of possi-
bly preventive measures takes even longer and is considerably 'more expensive
than the evaluation of treatment, such evaluation should be highly selective
and dependent upon compelling evidence that these supposed preventive measures
are addressed to demonstrated etiological factors rather than hypothetical
ones.

The strategies above site the application and further exploration of only
some of the opportunities which seem pertinent in the light of present know-
ledge. Most of these opportunities came about and all depended upon a large
base of fundamental research, the relevance of which was not realized before-
hand. A recognition of this important historical fact should be a crucial
ingredient of every targeted research program, lest in diverting funds to con-
spicuously relevant research at the expense of basic research, we kill the

goose that laid the golden egg. The specific contribution of basic research
to an ultimate understanding of schizophrenia, its effective treatment, and
prevention cannot be predicted in advance. What can be predicted is that the

solution to the problem and the rate at which it is achieved will depend upon
a substantial investment, representing only a small fraction of the cost of

schizophrenia, in research not only on all of the areas that appear pertinent
at any one time, but also in fundamental research that will augment the know-
ledge base from which future approaches and progress will come.

AFFECTIVE DISORDERS

Prevalence

It is estimated that one-fifth of all Americans will suffer from an

affective disorder at some time during their lives. Upwards of 10 to 14 mil-
lion people suffer from depression or mania at any one time. Its peak preva-
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lence is in the middle years of life during which the impact on the society

is probably the greatest: the time of highest job productivity and parental

role needs. Thus affective disorders are a major public health problem caus-

ing enormous distress and loss of productivity.

Affective disorders probably constitute the most common psychiatric pro-
blem for which people seek help or from which people suffer without seeking
help. Although the true prevalence of affective disorders is not known, most

current epidemiologists estimate that about 15 percent of women in their life-

time will have an episode of affective disorder and about 7 percent of men.

Unipolar illness is about twice as common in women as in men; bipolar illness

is equally distributed among men and women. Affective disorder can affect

anyone from prepubertal years through late life. The consequences of the ill-

ness are many, but the most serious is suicide.

Classification

Affective disorders are a group of emotional disorders characterized
primarily by a disturbance of mood, and include mania and depression. The
essential features of depression include a sad, depressed, or empty mood, with
any or all of the following: loss of interest or pleasure, sleep distur-
bances, appetite disturbances, decreased energy, feelings of pessimism or
guilt, and thoughts of death or suicide. Depression as a clinical disorder
is distinguished from normal "ups and downs" that are a part of normal life
by the persistence of the mood and accompanying associated symptoms.

Essential features of mania include an elevated, expansive, or irritable
mood which over a period of from several days to several months is associated
with hyperactivity, excessive involvement in activities without recognizing
the high potential for painful consequences, rapid pressured speech, inflated
self-esteem, decreased need for sleep, and dis tractibility

.

Clinicians and researchers overwhelmingly agree that affective disorders
are heterogeneous in terms of underlying cause, clinical course and outcome,
response to treatment, and associated factors. However, even though clini-
cians agree that there is no one type of depression, there is considerable
disagreement as to how to classify the disorder. Among the various typolo-
gies currently in use are the bipolar-unipolar distinction, the agitated-
retarded distinction, the psychotic-neurotic distinction, the primary-secon-
dary distinction, the reactive-nonreactive distinction, the pure depressive-
depressive spectrum distinction, and several typologies based on social learn-
ing theory. A definition, description, and discussion of each of these dis-
tinctions is beyond the scope of this overview. However, several of the dis-
tinctions are of especial noteworthiness.

Bipolar disorder is characterized by episodes of both mania and depres-
sion. These episodes may be separated in time by years or may follow one
another immediately. There is strong evidecne from psychopharmacology, gene-
tics, clinical course, and psychosocial factors that bipolar disorder is re-
latively homogeneous and is associated with biochemical and pathophysilogical
abnormalities. Unipolar depressive disorders are characterized by either sin-
gle or recurrent episodes of depression only. It is highly likely that there
are at least several subtypes of unipolar disorder.
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Of all the ways of classifying the depressions, the endogenous type has
been the most durable and has perhaps the most significant treatment implica-
tions. The most current usage of endogenous depression refers to a character-
istic complex of current clinical psychopathology involving early morning
awakening, loss of appetite and weight loss, psychomotor disturbances, severe
depressed mood, and lack of emotional reactivity to the environment. Patients
suffering from endogenous depressions are most likely among all depressives to

have a positive response to the tricyclic anti-depressants.

In contrast to bipolar disorder and endogenous depression, neurotic de-
pression subsumes a large, varied group of patients. It is important as the

term is widely used in clinical practice and it includes the largest group
of clinically depressed patients. Recent research has enabled subdivision of

neurotic depressions into a number of more specific subtypes. Such depres-
sions may be the consequence of long-standing maladaptive personality patterns,
they may be less socially incapacitating, they may reflect the absence of psy-
chotic S 5nnptomatology such as delusions and hallucinations, they may not evi-
dence endogenous symptomatology, and they may follow a stressful event, which
is usually psychosocial in nature. A variety of psychotherapies, based pri-
marily on social learning theory, have been proposed and tested. Preliminary
findings suggest that these techniques may provide relief of suffering of many
people.

Finally, there is a group of disorders which combine key aspects of both
schizophrenic disorders and affective disorders, the so-called schizo-af fec-
tive disorders. At this time it is not clear whether they represent a third
major class of mental disorders or whether they are variants of either affec-
tive disorders or schizophrenia.

Etiology

There have been major advances in our understanding of these causative
factors in recent years. Of singular importance is the discovery of a com-
mon biochemical underpinning for those drugs which ameliorate depressive symp-
toms and drugs which potentiate these symptoms.

There is abundant evidence to indicate that the tricyclic antidepressants
and monoamine axidase inhibitors raise the levels of a brain neurotransmitter
norepinephrine and thus potentiate its effect. There is some evidence that
electroconvulsive treatment (ECT) increases norepinephrine synthesis, and
thus all three treatments can be seen to increase norepinephrine levels in

the brain.

There are several drugs which can cause depression although only in some

patients—as a side effect. The most important of these is reserpine, a drug
used in the treatment of hypertension. Another drug also used in the treat-
ment of hypertension is alpha-methyl-dopa. Both lower brain norepinephrine
by a different mechanism and can cause depression.

Hence, drugs which help depression raise functional norepinephrine levels

while drugs which cause depression lower norepinephrine levels. This pharma-

cologic evidence suggests that depression may be caused by a central norepine-

R 181



1699

phrine deficiency. Since brain norepinephrine can be lowered by stress, it

is quite possible that massive environmental insults can precipitate a psy-
chological crisis through its primary effect on brain norepinephrine. An as

yet unknown mechanism may result in a semipermanent alteration in norepine-
phrine levels and the patient may become depressed.

The above evidence for the so-called norepinephrine theory of depression
is circumstantial. It is derived from the knowledge of the pharmacological
properties of therapeutic agents and not from a direct study of norepinephrine
levels in depressed and healthy individuals. Obviously, one cannot investi-
gate directly norepinphrine levels in human brains. However, it has been
shown that a metabolite of norepinephrine (known as MHPG) may reflect nore-
pinephrine turnover in the brain. This metabolite may be a marker for brain
norepinephrine. Studies indicate that depressed patients excrete markedly
low levels of this marker for brain norepinphrine in their urine. This find-
ing has been replicated in a number of laboratories and it is now well docu-
mented that at least some depressed patients reliably excrete low levels of

MHPG.

The fact that low norepinephrine could be associated with depression is

consistent with basic studies of normal brain functioning. These studies in-
dicate that norepinphrine is an important neurotransmitter in the neural cir-
cuits that govern emotions. Norepinephrine also has a documented effect in
other brain sites. It controls the secretion of releasing factors which
govern the pituitary. Depressed patients have an abnormality of the control
of cortisol secretion, a process which is centrally controlled. It is known
that depressed patients have high levels of cortisol in their blood plasma
and also fail to suppress cortisol secretion adequately when given exogenous
dexamethazone. In addition, depressed patients have a subnormal response
to growth hormone as measured by their release of insulin.

Thus depressed patients have two endocrine abnormalities, both of which
are consistent with a defect in the central control of these endocrine feed-
back systems. In short, there is a fair amount of evidence consistent with
the hypothesis that there may be low brain norepinephrine in depression.

The biological story of depression is not simple. Not all patients re-
spond to therapeutic trials of drugs, nor do all depressed patients have low
MHPG. This raises the question as to whether there may be different bio-
chemical subtypes of depression or even biochemically distinct abnormalities.

Empirical studies show that some depressed patients excrete low levels
of the cerebral spinal fluid’s component 5-hydroxy-indoleacetic acid, a meta-
bolite of the neurotransmitter serotonin. In addition to their norepinephrine
action, monamine oxidase inhibitors and tricyclic drugs increase functional
brain serotonin. Much of the same evidence that supports the norepinephrine
theory can also be construed as support for a serotonin theory of depression.
Furthermore, some depressed patients are helped by the administration of try-
ptophan or 5-hydroxytryptophan, both of which are biosynthetic precursors of

serotonin. In addition, just those patients who show evidence of serotonin
abnormalities (i.e., low cerebral spinal fluid metabolites) respond to the
administration of serotonin precursors.
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It has been suggested that low serotonin depressions respond to one
variety of tricyclic antidepressants while low norepinephrine depressions re-
spond to a second variety of tricyclics. The evidence is not conclusive, but
there is a strong suggestion that there may be two biochemical types of de-
pression: low norepinephrine depression and low serotonin depression.

Although these leads are promising, it would be fair to say that there
is general agreement in the field that the general cause of depression has
not been found. There is no clinical or biochemical test which can be used
routinely in any clinical facility to make an unequivocal diagnosis. However,
there are important leads.

If a method could be developed which unequivocally diagnosed the biochem-
ical abnormality presumed to precede the appearance of overt depressive symp-
toms then the clinician could move rapidly to initiate treatment with the op-
timal antidepressant drug. If it were proven that both low norepinephrine
and low serotonin were capable of initiating depression, and that low nore-
pinephrine depressions responded best to certain tricyclics whereas low sero-
tonin depression responded best to other drugs, a simple test could be applied
to identify the type of depression that would allow the clinician to diagnose
not only depression but also the subtype of depression and respond immediately
with the optimal therapeutic treatment.

There is substantial evidence to support such a possibility; the under-
lying assumptions are not unequivocally verified. The hypotheses are clearly
still in the research stage. Most importantly, no simple test is currently
available. The NIMH has funded many important projects designed to follow
up on these leads. It seems that there is so much information accumulating
about a possible biochemical basis to depression and its treatment implica-
tions that we are on the edge of a major breakthrough in our understanding of

depressive illness. Many workers in the field would predict that given rea-
sonable research support, the next several years will see major advances in

our understanding of depressions.

The nature of these advances are such that they could be immediately
applied to the clinical treatment of patients. Research support is needed
both for basic pharmacological work and for clinical work but most particular-
ly at the interface between clinical and basic research which is the cutting
edge of research in this area.

Treatment

Until the 1930’ s, when electroconvulsive therapy was introduced, there
was no effective treatment for the severe form of depression and none for
mania. Only more recently, in the past 20 years, have there been effective
drug treatments.

The use of EOT has been controversial because ECT produces a clear-cut
loss of memory for several hours following the administration of convulsive
treatment. Also, since some patients complain of memory impairment even years
after a course of convulsive treatments, the possibility exists that ECT may
produce some long-term memory impairment.
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Fortunately, in 1957 two effective antidepressants of different chemical
classes were discovered: the tricyclic antidepressants and the monoamine ox-

idase inhibitors. Not all patients respond adequately to these antidepres-
sants. Some do not respond at all, others have a partial response; so there

is a clear need for more effective drugs.

Research Opportunities and Options

1. Epidemiology of depression . We must know much more about the preva-
lence and incidence of depression. We must know more about risk factors, in-
cluding the influence of socio-economic variables, marital status, psychoso-
cial stressors, and functional roles. Such information will enable us to in-

crease our understanding of the etiology of the disorder, ways of preventing
its occurence,' and treatment of the condition when it occurs.

2. Nosology, natural history, course, and outcome . Separating the affec-
tive disorders into meaningful diagnostic categories is of the highest prior-
ity. Ideally, categorization should communicate information regarding cause,
selection of and response to treatment, prediction of clinical course, likeli-
hood of recurrence, and likelihood of genetic transmission to offspring. Re-
cent developments in standardization of clinical assessment, improved methods
for biological assays, and a number of other objective, reliable procedures
offer the technical capabilities necessary for such endeavors. Such endeavors
must be combined with sound and careful clinical observation and judgment.

3. Predictors of treatment response .

A. Biological predictors—A number of biological abnormalities have been
found in patients suffering from affective disorders, including abnormal
levels of metabolites of brain neurotransmitters, abnormal endocrine levels,
and abnormal hormonal responses to various biochemical stimuli. Of equal im-
portance are the variations in the abnormalities within the affective dis-
orders, suggesting biological subtypes. It is highly likely, therefore, that
certain biological variables may serve as predictors of treatment response to

various pharmacologic or other therapeutic procedures.

B. Clinical S 3nnptomatology and past psychiatric history—The rationale
for such predictors is described in 2. "Nosology, natural history, course,
and outcome."

C. Psychological predictors—Depression is associated with certain
interpersonal styles, a history of certain life events, and various chronic
psychosocial stresses. Better understanding of these factors will provide
the basis for efficacious prevention programs and treatment programs.

4. Childhood depression . Until quite recently there was considerable
controversy about whether or not depression existed in childhood. However,
a number of studies using both standardized interview techniques and self-
report methods have clearly demonstrated its occurrence. Its long-term
effects may be devastating, until recently there has been little or no treat-
ment, and its epidemiology is unknown. The impact on the family needs atten-
tion.

R 184



1702

5. Depression among the aging . Depression among the elderly is a public
health problem of major significance that has been badly neglected. Although
only 11 percent of the American population is above 65 years of age, this seg-
ment of the population accounts for nearly 25 percent of the completed sui-
cides. In addition, the amount of severe, but untreated, depression is pro-
bably also highest in this segment. This is due to several reasons.

First, the symptoms of depression may well be different in the elderly
than in younger adults. Symptoms of confusion and memory loss may predominate,
and somatic complaints may be partically explained by the physical condition.
More research on the clinical picture of depression among the elderly is

essential.

Second, differential diagnosis of depression and organic brain syndromes
is especially difficult. Relatively little research has dealt with the epid-
emiology and clinical distinction between the two conditions.

Finally, research on younger adults is of limited value for the elderly
because they suffer from different kinds of stresses, and have very different
social support and coping structures.

6. Psychotherapy of depression. The application and modification of

social learning theories to depression have yielded not only etiologic theo-
ries, but specific treatment approaches. Although the evidence is in prelim-
inary form, careful experiments have yielded very promising results with de-
pressed patients using such techniques as cognitive/behavioral therapy and
social skills therapy. Application of clinical trials methodology on a large
scale for these is of immediate importance, as the efficacy and specificity
of psychotherapy is a matter of considerable interest to the Nation’s health
planners

.

These various psycho therapies are most likely of greatest utility in the

non-severe, non-endogenous , non-psychotic forms of depression. It is these
depressions that have received less attention by clinical laboratory research-
ers, but it is these depressions that predominate in numbers of sufferers and

office visits.

7 . Biochemistry of Depression .

A. The biological theory of depression is further developed conceptually
and has more accumulated evidence than any other mental disorder. The theory
involves functionally abnormal levels of chemical neurotransmitters between
and within brain nerve cells and associated hormonal abnormalities. However,
research findings, not surprisingly, indicate that the abnormalities are far

more complex than originally believed. Considerably more research into the
interactions among various biochemical and physiological systems is imperative
in order to further unravel the biological underpinnings of depression.

B. Neuropeptides—A number of neuropeptides (short chains of amino
acids) have been found to influence and alter behavior and mood by action with-
in the brain. The recent discovery of the "endorphins" or morphine-like pep-
tides is most exciting and may well lead to the discovery of other powerful
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neuropeptides. Endorphins may be of major importance in the treatment of de-

pression in the future due to their profound impact on emotional states. The

new area may provide the key to a major breakthrough in the understanding and

treatment of affective disorders.

C. Biorhythms—Sleep patterns, diurnal hormonal secretion patterns, and
other biorhythms are disturbed in depression. This further suggests central
biological abnormalities in depression. Further work here is necessary.

8. Genetics . The risk of bipolar disorder is 10 times greater among
first-degree relatives (parents, siblings, and children) of bipolar patients
than in the general population. Studies of twins have reported monozygotic
concordance rates that range between 50 and 100 percent, although dizygotic
rates are lower. Such figures are similar to those reported among other medi-
cal disorders with genetic components such as diabetes, congenital pyloric
stenosis, and cleft palate. In addition there is evidence of specific chromo-
somal abnormalities associated with bipolar disorder. Certain blood typolo-
gies are associated with affective illness within families. The genetic ap-
proach provides one of the most powerful techniques for defining homogeneous
groups and ascertaining etiology. Genetic counseling and preventive inter-
vention also follow from such research.

9 . Psychosocial Aspects .

A. Prediction—Severe financial difficulties, lack of an intimate confi-
dante, having more than one child under 5 years of age at home, and certain
interpersonal losses have been demonstrated to be high-risk psychosocial fac-
tors in depression. The more known about these and other high-risk variables,
the better can be prevention and public information programs.

B. Treatment—Serious interpersonal conflicts persist long after resolu-
tion of symptoms of depression in women, and perhaps in men also. Treatments
are currently being designed and tested which address these interpersonal and
social problems that are associated with depression. Other treatments speci-
fic to various psychosocial problems need development.

10. Suicide . Suicide is the fifth leading cause of death among the most
productive members of our society (that is, adults between 25 and 44 years of

age). There are nearly 30,000 suicides a year in the United States, and this
statistic is probably low, as suicide is underreported. Early detection of

those at risk and therapy to reduce depression and hopelessness will reduce
this level. Considerably more research on high-risk factors is necessary.

11. Animal models . It is possible to produce a behavioral syndrome in

non-human primates which greatly resembles human depression. This can be
accomplished by psychosocial techniques maternal or peer separation or by way
of drugs (AMPT infusion). A variety of experimental manipulations, including
biochemical challenges and social interactions, as well as various therapies
can be performed using animals that would be impossible in humans.

12. Prevention . All of the above research priorities will yield infor-
mation that can produce extraordinary differences in the prevalence of depres-

R 186

Jl



1704

sion, the occurrence of new cases, and early treatment of existing ones. The
above-mentioned priorities have demonstrated the magnitude of the public
health problem and highly promising and varied approaches to prevention and
treatment. Support of research in this area will yield results of immediate
and substantial practical impact.

CHILDHOOD DISORDERS

Prevalence

Children, it has rightfully been observed, are a Nation’s most precious
resource. Disturbance in the young, it could be added, represents an erosion
of that resource. All the more reason then for a national concern about some
rather overwhelming statistics on the magnitude of the problem of mental dis-
turbance in America’s children and youth.

o 500,000 children, many as young as 2 to 3 years of age, suffer from
the most serious forms of mental disorder.

o As many as 400,000 people will attempt suicide this year. Within the
15-24 ages group suicide rates have risen 67 percent in a decade.

o An increase in teenage alcoholism in recent years adds to the previous
concern about the extent of drug addiction in the young.

o It has been estimated that 10 percent of all school-age children have
sufficiently severe emotional problems to warrant treatment

—

now .

But a great part of our data base comes from reports of children in

clinics and hospitals—a group that represents only the more disordered frac-
tion of a larger population of disturbed youngsters in the country. Studies
based on mothers’ reports as well as observations and ratings by teachers of

kindergarten through third grade report a high incidence of numerous behavior
problems ranging from excessive crying and social withdrawal to disruptive-
ness, attentional deficits, and temper outbursts.

There is striking consensus among various investigations that the true
prevalence for psychiatric disorders in childhood is very close to 16 percent
of the whole child population. The figure reflects the rate of difficulties
which will be important enough to interfere with the child’s ability to meet
his responsibilities, such as school work or interpersonal social functions.
The 16 percent figure indicates that, at any one time, a very large group of

children in the United States will come to the attention of mental health
professionals

.

The disorder of infantile autism is one of the severely diabling disor-
ders of childhood—fortunately rare, with a prevalence of about 4 per 10,000
children.

In contrast to infantile autism, antisocial disorders , or conduct dis -

orders , are common in childhood. Estimates of its prevalence hover around
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6 percent for boys, much less, perhaps 1 to 2 percent, for girls. The be-
haviors characteristic of this group of children are well known and are of

great concern to the general community. They include physical aggression and
violence, thievery, vandalism, and delinquency.

Research, much of which was conducted in the United States with Federal
support, has generated considerable knowledge concerning this class of be-
havior. It is well established that the disorder is much more common among
poverty stricken, deprived populations. This consistent finding highlights
the crucial importance of social factors in providing a fertile ground for a

most serious disorder of childhood. However, recent research has shown that

one cannot be simplistic in generalizing about the effects of deprivation on

the psychological adjustment of children.

Poverty, and other aspects of deprivation, in single occurrence are not
sufficient to place a child at risk for behavior difficulties. But when fac-
tors of social disadvantage occur together, forming a constellation of dis-
advantage, children are at much greater risk to develop psychiatric disorders.

Conduct disorders in children are terribly worrisome not only because of

their frequency and the damage they inflict on the community, but especially
because research has established that it is from the youngsters that the adult
equivalent springs. An adult antisocial pattern has its roots in childhood.
About 35-40 percent of antisocial youngsters will become antisocial adults.
If one looks at the problem from the adult vantage point, the adult manifes-
tations regularly begin in childhood, almost never in adulthood. Of all child
hood disorders, this one is unique in the magnitude of contribution it makes
to a serious adult disorder.

It is now known that anti-social children are at great risk for learning
difficulties (many of them remaining practically illiterate), for alcoholism,
for poor social adjustment and consequent poor marital relationships, for poor
job attainment, and for incarceration. They are much more likely than others
to abandon their dependents, causing ripples of social ills throughout their
lives.

In a teacher-rating study of hyperactive children, 38.5 percent of a sam-
ple of 179 5-year-old boys and 19.3 percent of a same age sample of 161 girls
were rated as "hyperactive." These proportions were roughly maintained in
two 8-year-old samples as well. Given the anomalous status of the hyperactive
disorder with all of its definitional shortcomings, it is not unlikely the
teachers were not referring to diagnosable hyperactivity, but rather to the
distractability and attentional defect they were observing in their classrooms
But attentional deficits in children are very significant for they restrict
a child’s opportunity to learn requisite school-based skills. The absence of
formal cognitive skills in turn can insure a lifetime of lowered economic com-
petence, setting in motion a model of a cycle of disadvantage that begins with
increased risk of school failure and proceeds to evoke a chain marked by unem-
plo 3nnent and under-employment leading to poverty leading to social, environ-
mental, and physical deprivation leading to increased risk of school failure.
Such a cycle creates a transgenerational appearance and in so doing provides
a false impression that the incompetence is a reflection of genetic disadvan-
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tage when it may well reflect an extension of the consequences of social dis-
advantage. The true prevalence of hyperactive children is estimated to be 3

percent of the population.

There is considerable evidence which indicates that the anxiety disorders
of childhood are different from other psychiatric disorders. The mo«t strik-
ing difference is the sex ratio. In all other disorders, boys exceed girls
(at times by as much as 10 to 1) . Among children with anxiety symptoms both
sexes are equally represented. The long-term outcome of the anxiety disorders
is much better than that of the psychotic disorders, antisocial disorders,
hyperactivity, and learning disabilities. It seems that most of the children
do not become full blown adult neurotics nor have serious consequences in

adulthood. Nevertheless, on the whole they have more difficulties in later
life than well children—but the type, extent, and magnitude of the difficul-
ties do not engender the same concern as that held for the other conditions.

It has been estimated that 8 million children in the United States have
severe reading or learning disabilities . As is the case of antisocial dis-
orders, learning disabilities, when found in adults, always have their origin
in childhood. They never start de novo in adulthood. Learning disabilities
have been shown to represent the major single cause for school dropout, one
of the major problems found in children referred to clinics and juvenile
courts, and to be related to criminal behavior.

Follow-up studies of learning-disabled youngsters have shown that the
original difficulties persist into adolescence. In addition, research has
shown that, with time, many children also develop behavioral and emotional
disturbances so that early learning disabilities have been believed to be pre-
cursors of some serious disorders of late adolescence and early adulthood.

Unfortunately, it is not known among the overall group of learning dis-
abilities which children are at risk for serious adolescent psychopathology.

The research points to the fact that the problem of learning disabilities
encompasses not only the educational system, but social, legal, and mental
health institutions as well.

Classification

There have been recent breakthroughs in our understanding of the biochem-
istry, genetics, and treatment of many adult psychiatric disorders. It is

important to emphasize that these advances would not have been possible had
no attempt been made to isolate subgroups of adult patients. Doing so led to

the identification of diagnostic categories about which, in turn, knowledge
could be generated. At all ages, individuals with mental disorders experience
a wide array of difficulties, so that the global concept of mental illness
represents an extremely mixed bag of human suffering. There is little hope
of advancing our understanding, treatment, and cure, unless we can generate
meaningful distinctions within the broad spectrum of mentally ill children.

Research conducted in England has established that there are s3nnptoms

specifically associated with the condition of Infantile Autism and that
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the disorder is further distinguishable from other incapacitating psychoses
of childhood by its earlier age of onset; its family history characterized by

a decreased likelihood of schizophrenia in the relatives; its eventual outcome,

which is strikingly associated with the development of seizures.

There is much in common between children with hyperkinesis (or hyperac -

tivity ) and antisocial or conduct disorder children. The major distinction
is that pure hyperactive children, though they get into conflict with their
environment, are not delinquent or clearly defiant of authority. The be-
haviors which characterize the children are difficulty applying themselves,
concentrating, and sustaining attention. They are impulsive, overactive,
jumping from activity to activity.

The catchword phrase "emotional disorders *' (anxiety disorders) is meant
to include children who are not psychotic, do not have attentional or conduct
problems. They represent a mixture of mood or anxiety symptoms which are fre-
quently found in young children, but which are considered pathological when
they occur in later childhood years beyond their normal expected developmen-
tal level, or are so severe as to disable the child so that he cannot function
appropriately.

Some argue that depression is an important disorder in childhood, as it

is in adulthood. The research necessary for establishing or refuting such
claims or delineating the boundaries of depressive disorders in childhood is

non-existent, leading to great ambiguity in diagnosis and treatment of chil-
dren with symptoms of unhappiness and misery.

Among children with anxiety we find a mixture of children with specific
phobias, such as dogs, cats, thunder, and bugs, and children with pervasive
anxious worries about their ability to function socially or academically. Yet
other children have morbid fears of separating from their homes or parents,
and many refuse to attend school or go anywhere without a parent (they are
said to suffer from separation anxiety)

.

The category of learning disabilities encompasses children with disorders
in basic psychological processes so that language or mathematical comprehen-
sion or performance is impaired. It excludes children with learning problems
due to sensory or motor defects (such at deafness), to mental retardation, to
emotional disturbance, or cultural deprivation.

Etiology

With regard to causes of infantile autism recent comparisons of fraternal
and identical twin pairs have revealed a genetic component for the disorder.
In addition, a variety of biological hazards such as congenital rubella and a

number of congenital metabolic abnormalities may cause the disorder, and other
birth injuries (known to be associated with a disruption of brain development)
may play a role.

Refinements have also been established within the disorder of infantile
autism. For instance, IQ level is a strong predictor of outcome, low IQ be-
ing associated with graver cognitive, social, and neurological handicaps in
later life.
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For the antisocial disorders (conduct disorders ) it is an established
fact that inadequate social conditions enhance their development in children.
Recent adoption studies even point to the beneficial effects of different en-
vironments for children at risk for antisocial disorders. Children of anti-
social parents are much more likely to become antisocial if they are raised
by their natural parents than if they are adopted by non-antisocial adults.
Though the natural offspring of antisocial parents are protected by a benign
environment, they are still more likely to become antisocial than children
of non-antisocial parents. Therefore, it seems likely that a genetic com-
ponent influences the manifestation of the disorder. At the same time, the
child’s early social experience is a crucial determining factor in permitting
the expression of whatever biological predispositions may exist for the dis-
order.

There is some evidence pointing to factors which portend a good versus
bad outcome for antisocial youngsters. Interestingly, IQ level is not im-
portant (unlike the situation for infantile autism) , but early school history
definitely is. So this means that a brighter, severely truanting, and poor-
ly achieving antisocial youngster is more likely to be in difficulty as a

young adult than a low IQ antisocial youngster who attended school regularly.
In addition, a history of alcoholism or antisocial behavior in the parents
is an ominous factor for the child with a conduct disorder. These two paren-
tal problems (alcoholism and antisociality) overshadow the role which broken
homes play in the continuity of the childhood disorder. Broken homes in

themselves do not appear as important as we had been led to believe. The
causes that lead to broken homes are crucial, however.

Although considerable work has been done with hyperactive children ,

clear antecedents of the disorder have not been established. There is sug-
gestive data that the disorder may have a genetic component. Brain function
may be related to the disorder since hyperactive children are more likely
to have soft neurological signs and abnormal electroencephalograms and on-
going work in California, funded by NIMH, has not found that behaviors typi-
cal of hyperactivity are a function of teacher expectancy or of other en-
vironmental conditions. Rather, the difficulties appear to be intrinsic
to the child, though they may become more prominent in situations which de-
mand a greater level of organization and self-discipline. These findings
are important since they refute semi-popular notions that hyperactive chil-
dren do not exist; there are only teachers who call children hyperactive.

Therapy

Research in the area of childhood psychoses has led to considerable
knowledge, resolving many ambiguities and opinionated arguments. Still
lacking are indications for treatment and prevention. There are no specific
biological treatments known to affect-. the basic symptoms of infantile autism .

Behavioral techniques have been used with dramatic effect for teaching spoken

language. However, the procedures are extremely time consuming and costly
and, worse yet, may be limited to teaching the child to imitate sounds rather
than to develop the complex communicative skills he lacks. Clearly, no great
or even modest treatment promise can be held by mental health professionals
for children with Infantile Autism.
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Given the malignant implications of antisocial disorders of childhood,

there has been extraordinarily little research in possible interventions.
The usual psychotherapeutic interventions seem of little use. The little
data we have suggest that a complete environmental restructuring together
with use of behavior modification techniques may be of some benefit. How-
ever, so far, short of removal from an antisocial family, no early psychia-
tric intervention has been shown to alter the course of this serious disor
der

.

The treatment of hyperactive children has made great advances recently.
Pharmacological agents have been thoroughly investigated and shown repeatedly
to reduce dramatically the most disabling symptoms of hyperactive children.
At the same time, behavioral treatment programs making use of conditioning
principles, wherein the child is rewarded for appropriate behavior, have
been developed for hyperactive children. Recent findings indicate that, for

these children, medication is more effective than behavioral treatments.
Nevertheless, this disorder is in the favored position of having several in-
terventions of potential benefit, thereby maximizing the likelihood that for

any one child an effective treatment is available. In spite of the relative-
ly advantageous status of the hyperkinetic disorder with regard to treatment,
much is still unknown. There is no cure nor prevention for the disorder. We
do not know how to minimize the long-term consequences which consist of per-
sisting impulsivity and attentional problems. We do not know the causes.

Advances have been made in establishing useful treatment techniques for
anxiety disorders of childhood. For many of the phobic disorders, behavioral
treatments are of significant value. Among children with severe separation
anxiety the effect of medication (antidepressants) has been found effective
without the necessity of keeping the child on medication for extended periods
of time. This work holds promise in identifying subgroups of children with
anxiety disorders, some drug-responsive, others psychotherapy-responsive.

Though tradition holds that insight psychotherapy is especially well-
suited to the treatment of anxiety disorders in children, research data bear-
ing on this important clinical issue are lacking. Additionally, there is no
established therapy for so-called depressed children. Diagnostic and treat-
ment refinements are badly needed within the overall category of anxiety and
mood disorders of childhood.

Direct efforts at treating learning disabilities have shown that it is
possible to improve the condition. Unfortunately, in the few studies which
have examined the long-term benefits of treatment, gains obtained immediate-
ly after the intervention fail to be maintained over time, even for as brief
a period as 6-9 months. The explanation advanced for this lack of sustained
improvement is that we are studying the effect of therapy instituted long
after the child has experienced repeated academic failure, rendering the task
of altering his functioning monumental. It is felt that the emphasis needs
to be on early detection and early prevention. The concern with prevention
for learning disabilities is prompted not only by the failure to maintain
benefits of treatment, but also by the tenacity of the disorder over time,
the secondary emotional and behavioral complications associated with it, and.

R 192



1710

encouragingly, by some measure of success in identifying learning disabili-
ties among preschool or early grade children, before an ingrained pattern of

academic failure sets in.

There is indirect evidence suggesting that early intervention is far
more successful than later treatment. Clearly, adequate research is essential
in this area for the most judicious allocation of available resources. It is

conceivable that there is a critical period in brain and cognitive develop-
ment during which learning of reading and basic mathematical skills is opti-
mal.

Research funded by NIMH has just begun to indicate that early detection
may be a realistic goal. This is the only disorder in child psychopathology
for which we have begun to provide objective early measures of subsequent
function. The field of learning disabilities is in the favorable and unique
position of having the potential for establishing identification and preven-
tion programs within the foreseeable future. Therefore, research investments
in this area promise a tremendous payoff.

Research Opportunities and Options

We strive for the ideal state where we can identify the physiological
correlates of various disorders. Doing so does not imply an organic etiology
for all disorders since emotional stresses can cause dysregulations of bio-
logical function. An understanding of the internal processes which accompany
various syndromes would be extraordinarily helpful in identifying the mechan-
isms which become dysregulated when a child has S 3miptoms, regardless of the

ultimate causes of the symptoms (these could be biological, familial, or an
interaction of both).

In order to interpret psychophysiological findings obtained in disturbed
children, a data base among normals is essential. Much work still needs to

be done in normal child psychophysiology. Age trends have been found for
many measures, and indicate the need for better age norms.

Psychophysicological studies of hyperactive, learning disabled, mentally
retarded, and autistic children have been conducted. Hyperactive children
show smaller autonomic changes to stimuli, and are slower to respond, taking

a longer time to reach full response, and are slower to recover. These find-

ings of autonomic underarousal have led to the intriguing hypothesis that

hyperactive children must move about to remain reasonably alert. Stimulant
drugs are reasoned to be effective because they heighten arousal, thus reduc-

ing the need for excessive movement. A slightly more complex hypothesis is

that hyperactive children require higher levels of physiological arousal than
normal children to function effectively, and that drugs shift them toward
this more optimal level. It is likely that both these hypotheses are oversim-
plistic.

The data are ambiguous, but indicate promising leads for future research.

Younger hyperactive children (below 7) have been found to have abnormally
small evoked responses (brain wave responses) , whereas older hyperactive chil-
dren (above 9) have abnormally large evoked reponses. The significance of
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this finding for arousal theory remains obscure. Hyperactive children have

a far more variable heart rate than normal children while engaged in tasks
requiring active attention, and stimulant drugs decrease this variation,
thus, according to some, facilitating active, voluntary attention.

In three studies of children with reading problems, abnormal evoked re-
sponses have been elicited from a region of the angular gyrus in the left

hemisphere. This area is believed to mediate associations between sight and

sound, obviously critical in reading. That this alteration of brain poten-
tial occurs to flashes of light as well as to words strongly suggests neuro-
logical dysfunctioning. This dysfunction could be inherited, and, if present
in preschoolers, predictive of reading disability.

The definition of mental retardation depends on both intellectual and

social factors. Some have argued that intelligence tests are culturally
biased and falsely classify many children who are near average or average in

intelligence, A few investigators claim that evoked responses can be used
as a culture-free measure of ifntelligence (and neural efficiency) , and a sub-
stantial number of studies do indicate a relationship between IQ and various
components of the evoked response. In general, the longer the latency of

certain components, the lower the IQ. But, while the prediction of IQ from
evoked responses is better than chance, it is very little better than chance.
One would certainly not wish to use evoked responses to make a diagnosis of

mental retardation or to prejudge the level of intelligence of a child.
There is no doubt, however, that the evoked response of mentally retarded per-
sons in many diagnostic subcategories is different from that of normal per-
sons.

There are fewer good studies of physiological characteristics of autis-
tic children than of hyperactive or mentally retarded children. Evoked re-
sponses of autistic children to simple flashes of lights and tones are much
the same as for normals except that there is far more variability, perhaps
attributable to lapses in attention. More complicated paradigms and differ-
ent stimuli, particularly tactile, would probably reveal differences, but
have not been tried.

Very exciting is the claim by one group of investigators that a wave-
form called the transcephalic direct current potential is uniquely character-
istic of autistic children. The waveform in question is a very rapid direct
current burst of relatively high voltage and probably results from brief
spasms of brain arteries.

Vestibular nystagmus, a rapid movement of the eyeball produced by rota-
tion or other kinds of stimulation of the vestibular (balancing) apparatus,
has been reported to be suppressed in autistic children. This finding points
to a pathophysiological interaction of eye and balancing mechanisms which
occurs in the brain stem. That is, the central vestibular mediation of inter-
action between sensory input and oculomotor movement appears to be faulty.

Autonomic measures obtained from autistic children generally support a
theory of hypoarousal. The skin resistance response to both visual and audi-
tory stimuli has been shown to be suppressed in autistic children, which

i
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jibes with the fact that the majority of them are remarkably tolerant of sud-
den loud sounds. Further, autonomic habituation to repeated stimuli occurs
rapidly. Increased variability in heart rate has been reported, which is

correlated in normal children with an inability to sustain attention.

NEUROSES AND PERSONALITY DISORDERS

Prevalence

Research on these disorders, even to the extent to estimating their in-
cidence and prevalence, has been severely hampered by lack of agreement about
the definition and diagnosis of specific disorders, or even agreement that
any such diagnosis is meaningful. In the present climate of concern with the

major disorders of schizophrenia, the affective disorders, drug abuse, and
alcoholism, relatively little research attention is being devoted to the
neuroses and personality disorders.

Classification

These disorders include a very diverse array of problems, that can be
thought of as falling in two general categories: (1) specific types of dis-
order such as phobia, compulsive neurosis, hysteria, or psychopathic person-
ality, all with a relatively low incidence; and (2) repetitious maladaptive
behavior in inter=personal contexts, with conflict and pain. The latter are
harder to differentiate reliably, but are thought by many to have a higher
incidence. Together these conditions cause much personal distress and are
responsible for, or implicated in, disruption of families, reduced produc-
tivity, general disgruntlement and dissatisfaction with the quality of life,

criminality, social tensions, and related problems. For several specific
neuroses and personality disorders it has been shown that adequate diagnostic
agreement can be reached when a standardized interview is used to elicit in-

formation from the person, and when specific criteria are required to be met
in order to make a definite diagnosis. Agreement on classification does not
mean the classification is otherwise meaningful or useful, of course. How-
ever, it has been shown that some classes of disorder defined in this way
remain consistently present when people are followed up after several years,
without the appearance of other known disorders that could account for the

symptoms. Some syndromes also show higher than expected incidence among
close relatives of the person so diagnosed. Classes of disorder with these

characteristics are clearly not transient conditions or shifting expressions
of some other underlying disorder. It then becomes productive to examine
the epidemiology of such disorders, and several studies are in progress. If

a disorder is found to have differential rates in various population groups,

this sometimes suggests hypotheses about the cause or causes of the disorder.

Knowledge of the base rates of a disorder in the genreal population also aids

genetic studies, which depend on evidence that close relatives of persons
with the disorder have elevated probability of also having the same disorder.

The evaluation of preventive strategies also requires reliable information
over time about the incidence of disorders among population groups to which
preventive methods have been applied.
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The present relatively low level of activity in research on neuroses
and personality disorders thus reflects the realistic limitations of our
present knowledge. However, there are specific disorders that are excep-
tions, where the disorder is relatively distinct, and where new concepts in

treatment have opened exciting opportunities. Phobias and compulsive dis-
orders are examples of relatively active research areas, in contrast to

many other neuroses and personality disorders.

Fears and Phobias

Prevalence . It is estimated that up to 16 million Americans may suffer
from phobias debilitating enough to interfere with their functioning. In

all cases, these people are aware that their fears are irrational but still
find the sensations of panic intolerable to a degree that causes avoidance
of situations where they are likely to occur.

For approximately 1 million people in this country, phobias are some-
times severely disabling. Severe disability means absence from work for an em-

ployed person or an inability to manage common household tasks for someone at

home. For example, fears of injury or death can become so severe that pic-
tures in magazines or newspapers of accidents, or the sound of a siren in the

distance, can set off severe panic attacks. Thus, elaborate precautions must
be taken to avoid encountering these situations.

Since most phobics are ashamed of their irrational fear and take it as
a sign of cowardice, very often these fears are hidden from all but the im-
mediate family. Although one reads occasionally about a well-known public
figure, such as a professional athlete who has difficulty flying, most pho-
bics construct elaborate rituals and rationales to hide their phobia from the

outside world. The businessman will cite family and personal reasons for his
inability to travel to another city, although eventually this may result in

a loss of emplo 5rment. More disturbing, a large percentage of people avoid
the very necssary basics in health care, such as periodic injections, visits
to the dentists, and other medical situations because of irrational fears.
Phobic reactions are a significant component of the overall problem of com-
pliance with health care recommendations.

The definition of a phobia is the occurrence of fear and anxiety in the
presence of essentially harmless objects or situations. The most common
"phobic" situations in this country, in order of frequency, are heights, fly-
ing, enclosed spaces, illness, death and injury, and dentists. Most phobias
seem to arise fairly early in life, before the age of 20. Once a phobia has
developed, research indicates that it tends to continue throughout that per-
son’s adult life. Unlike some other neuroses, there seem to be few "spon-
taneous remissions" of phobic states.

The most common severely disabling phobia is agoraphobia, which was termed
somewhat inaccurately, "The Housewife’s Disease" in a recent issue of a popu-
lar magazine. This severely disabling phobia is characterized by an inabili-
ty to leave a safe place, usually the home. Often these people are complete-
ly unable to leave the house. For a housewife, groceries must be ordered by
phone, neighbors must be cajoled into chauffeuring children around, trips
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out to dinner with the family or evenings at the movies are impossible.
Flashes of panic often occur in the home, but at least this is a safe place
where panic attacks may eventually pass with the support of family members
and where the imagined dangers of fainting, dying, losing control, or going
crazy and being taken away to the State hospital will not occur. People
who are employed and must work battle continuously with the physical and psy-
chological aspects of fear, sometimes winning and sometimes losing, but al-
ways struggling to get through the next day of work or to the next appoint-
ment. Agoraphobia is especially frightening to people afflicted with it

since it is so difficult to explain to others and since it is often consider-
ed to be a "nervous breakdown" which will eventually lead to institutionali-
zation. This problem is very often improperly diagnosed as "anxiety neurosis"
and commonly treated with minor tranquilizing drugs. Since so little was
known about this severely disabling phobia until recently, it is possible
that this problem accounts for a significant proportion of minor tranquiliz-
ing drugs prescribed by primary care physicians.

Etiology . While there are probably individual differences in the pro-
pensity to develop phobic responses, most phobias seem to trace back to one
or more traumatic events in the past. These events may have been actually
dangerous at the time or perhaps through ignorance the person assumed they
were dangerous; whatever the specifics, a severe anxiety response was elici-
ted. Through well-known learning processes, this anxiety then becomes asso-
ciated with one or more situations that are, in fact, harmless. Once again,
it does not matter if the person realizes they are harmless, the anxiety or

panic is quite automatic in its onset. Perhaps the most direct example is

the severe fear of injections found in some adults who can remember a partic-
ularly traumatic visit to the doctor during childhood. People with claustro-
phobia often report specific instances of feeling trapped during childhood
or adolescence. The severely disabling condition of agoraphobia often seems

to trace back to a specific incident while away from home. In many cases

this panic attack might be mild at first, but become complicated by hyperven-
tilation. In some cases, simply the thought of having another attack is suf-
ficient to motivate people to avoid leaving home.

Treatment . Fortunately, treatment advances in recent years have obviated
the need for a detailed analysis of the origins of each person’s fear in order
to proceed with treatment. As a result of new discoveries in the past 15

years, simple and effective procedures to eradicate moderate to severe dis-
abling fears may be within reach. One behavioral treatment is called system-
atic desensitization for phobic states. This involves arranging a particular
patient’s fears into hierarchical steps and then imagining increasingly
threatening steps on the hierarchy while in a deeply relaxed state. This

innovation and subsequent modifications lead to successful treatment in about

70 percent of mild to moderate specific fears. It is noteworth that this pro-
cedure was developed directly from basic laboratory research in experimental
psychology and benefited from developmental work with non-patient groups,

usually college students. Much of this research was supported by the Nation-
al Institute of Mental Health. It led to increased knowledge of the nature
of fear and modifications of systematic desensitization to make it a more
effective treatment. One important discovery was that treatment was more
effective if the patient worked through the hierarchy of real situations
rather than in imagination, although imagination was often a helpful first
step.
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Nevertheless, desensitization did not seem effective with the most
severely disabling fears, specifically agoraphobia. Only in the last 5 years

has it been demonstrated that severe, disabling, chronic agoraphobia can be

treated successfully in 2 or 3 days of prolonged exposure to feared situa-

tions. Most of the preliminary work on this procedure was carried out in

other countries, particularly in England, Australia, and the Netherlands.
The basic effective principle, called "flooding" by some, seems to be pro-
longed exposure in the feared situation so that the patient can "learn" that
the horrible imagined consequences do not come to pass. Like many discover-
ies, this is a deceptively simple principle that is often difficult to carry
out in practice. Often the treatment is facilitated by drugs such as a minor
tranquilizer which is then gradually withdrawn, or by strong encouragement

from the therapist or other patients in a group setting.

Research during the 1970* s has indicated that the treatment of all fears,

mild or severe, might have as its active ingredient prolonged exposure to

feared but essentially harmless situations. But while most professionals
agree that some sort of treatment along these lines is the treatment of choice
for fears and phobias, there remains disagreement over the mechanisms of ac-
tion of these treatments as well as the most effective means of delivering
these treatments to people in need.

Research priorities . To control moderate to severe disabling phobias
in our population, which may be an accomplished goal in the next 10 years,
research is needed in several areas. Specifically, more research is needed
on the mechanisms of fear and the theoretical under-pinnings to the various
procedures now in use to overcome fear. Fear seems to be composed of physio-
logical components, cognitive components, and behavioral components, and it

is not clear that these always go together. More research is needed on the
relationship among these components of fear and how various treatments dif-
ferentially affect each component. In reducing fear, one major group of pro-
fessionals hypothesizes that pure exposure to formerly feared situations for
long periods of time is sufficient and any means of motivating the patient
to undertake this exposure will be equally successful. Another group of
clinical researchers believes that exposure to feared situations must be
accompanied by activities or other situations which actively inhibit anxiety
at the physiological level. A theory of fear reduction recently proposed
that all treatments for fear have in common the element of providing infor-
mation to the patient that he or she will be effective in facing the feared
situation, but that this is best done by actual behavioral experience. This
is an interesting new theory which needs further testing. Our knowledge of
the nature of fear and of mechanisms of fear reduction are now advanced
enough that research in the next decade should enable us to devise an effec-
tive and efficient clinical treatment for these severe fears. Research aimed
at selecting among these theories will help us improve future treatment.

We must continue research in refining existing procedures for dealing
with a variety of fears. There is some evidence that exposure is facilitated
if people with severe fears are treated in groups rather than as individuals.
More effective and efficient assessments of phobic states need to be devised,
particularly physiological assessments, to make possible more refined study
of individual differences in responses to various treatments. While exposure
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to feared situations is clearly effective in reducing fears, it is often a

painful procedure for patients to go through, and further research is needed
on methods to make this treatment more palatable to the many people suffer-
ing from severe fears.

There is some preliminary evidence from an Australian psychiatrist that
even the most severe and disabling fear, agoraphobia, can be successfully
treated by mailing a detailed, step-by-step procedure to the patient, who can
then carry it out at home. This obviously deserves further investigation be-
cause if effective it would be the ideal treatment for many who develop fears.

Finally, there is a beginning literature on the prevention of phobias.
If children are given practice in coping with stress and anxiety, starting
out with minimal stress and graduating to moderate amounts, it seems that
these children are less likely to develop severe fears later on. With fur-
ther research it is possible that prophylactic sessions on coping with anxiety
and stress, incorporated into our school system, could be shown to be an
effective preventive strategy. A vulnerable population, selected by family
history, might provide another test group.

Obsessive Compulsive Neurosis

Less common than phobias but often more serious are the problems of se-

vere obsessions and compulsions. Obsessions are the persistent intrusion of

unwanted thoughts or urges that the patient is unable to stop or control.
The thoughts may consist of a single word or idea, or more complex trains of

thought. In a typical case, a middle-class, suburban woman in her early
thirties, married, with two children, had persistent intrusive thoughts about
Satan and about killing her husband and her children. Often these thoughts
would take the form of a dialogue where Satan would tell her to kill her child
and she would repeat certain numbers of phrases that would supposedly counter-
act this thought. Although she realized these were only "thoughts" and al-
though her family life was, in fact, quite happy, the frequency and intensity
of these intrusive thoughts terrorized her life each day, making it difficult
for her to function. After several years she began to develop a series of be-
havioral "rituals" such as not wearing certain clothes or coming in contact
with certain colors, such as the color red, which she thought would set off

the thoughts.

Compulsive rituals can vary from simple movements to complex behavioral
patterns. Severe rituals such as repeated handwashing can result in the skin
of the hands and arms becoming inflamed. Often the patient spends so much
time washing that normal functioning is impossible. This is one of the more
common severe compulsions and is usually associated with overwhelming fear of

dirt and contaminants which set off the washing or cleanliness rituals. Se-
vere compulsion can also severely restrict the patient’s family since, if

rituals involve cleanliness, the family must adhere to a very rigid set of

rules to maintain the cleanliness.

Another common class of rituals falls under the general descriptive head-
ing of "checking." Some people spend hours opening, closing, and re-checking
a door to make sure it is tightly closed. The prognosis for these patients

R 199



1717

is very poor and those with more severe problems are often hospitalized for

life. In the past, pre-frontal lobotomies have been attempted and although
this relieves the anxiety associated with not performing the rituals, the

rituals themselves, as strongly ingrained habits, often continue.

Etiology . Although theories abound, very little is known about the ori-

gins of obsessions or compulsions. Most theorists assume that both obsessions

and compulsions are closely related and perhaps are out-growths of severe an-

xiety. Some recent evidence supports the notion that obsessions and compul-
sions may be viewed as very ’complex phobias. It seems at least in some cases

that the performance of rituals in the presence of an anxiety-evoking stimu-
lus or situation reduces that anxiety. Thus, compulsive handwashing in the

presence of a phobic stimulus such as "contaminating" dirt may serve the same

purpose as a claustrophobic (a person afraid of enclosed spaces) running out

of a small room where the doors are about to be closed. In both cases the

phobic situation is escaped or avoided. At the present time there is less
evidence on the role of anxiety in obsessional thinking, but following the

same model it would seem that the intrusive thoughts themselves are charged
with a great deal of anxiety and that the patient attempts to suppress or

"escape" these thoughts by cognitive means.

Treatment . Although treatment successes are occasionally reported in
the literature, there is very little evidence suggesting that drugs or psy-
chotherapy are successful with severe obsessions or compulsions. Recently
systematic desensitization and other behavior therapy treatments to reduce
anxiety have been attempted, again with little success. Since 1971, however,
a treatment has been developed for severe compulsive behavior which seems
effective in reducing or eliminating rituals. Termed response prevention, it
is essentially a behavioral procedure which is based on the model that com-
pulsions are complex phobias. By preventing the compulsive behavior, such
as handwashing, in a controlled therapeutic environment (or at home if the
patient and family are willing) the patient then becomes exposed to the
underlying phobic materials, such as contaminating substances. Much as in
the treatment of phobias, the patient then learns that the dreaded consequen-
ces of these phobic situations do not occur and thus the compulsive response
which serves to avoid these situations need not be carried out. Whether this
theory explains the success of response prevention or not, the evidence from
initial controlled experiment indicates that preventing the rituals from oc-
curring in a benign atmosphere is an effective treatment for compulsive be-
havior. This is the most optimistic development yet to occur for this very
severe behavioral disorder.

In extending this treatment to severe obsessions, it was noted clinically
that obsessives find their intrusive thoughts so aversive that they perform
various actions to suppress these thoughts and get them out of their mind.
Clinically it seems that if these patients can experience their thoughts in
a benign atmosphere and eliminate the various actions designed to suppress
these thoughts, using the same rationale that is applied to severe compul-
sives, then often the anxiety associated with the thoughts diminishes, fol-
lowed by elimination of the thoughts themselves. However, there is less evi-
dence for the effectiveness of this approach.
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Research priorities . While there have been some exciting initial de-
velopments in the treatment of obsessive compulsive neurosis during the past
several years, additional research is needed to untangle both the theoretical
and practical aspects of treating obsessions and compulsions. It is instruc-
tive to note that the treatment, response prevention, was derived directly
from basic research on ritualistic behaviors developed in animals in labora-
tories of experimental psychology. Further research is needed to determine
the relationship among behavioral rituals and anxiety in clinical populations
in order to determine the adequacy of the model of compulsions mentioned
above. In addition, large-scale outcome research is needed on the seemingly
promising treatment of response prevention for ritualistic behavior.

A promising area of further research is basic study of the nature of ob-
sessions, particularly using advances in the physiological monitoring of an-
xiety responses connected with the thoughts, and some recent advances in the
methodology of cognitive psychology which allows more direct assessment of

thought patterns. Development of these methods for assessing obsessive think-
ing would then make possible more definitive experimental testing of the
treatments mentioned above. Therefore the theoretical and experimental work
of the last decade has brought us up to a point where further research on the

nature of treatment of obsessions and compulsions seems very promising.

AGING AND MENTAL HEALTH

Organic Brain Syndrome

Prevalence . The number of functionally dependent elderly persons has
been estimated at between 3 and 4 million, an approximate estimate because
adequate epidemiological data are not currently available. It is estimated
that at least 1.3 million older people, or 5 percent of those over 65, live
in institutions, about 15 percent of them in psychiatric hospitals, the rest
in facilities similar to nursing homes. It is thought that about 65 to 70

percent of these institutionalized individuals suffer from psychiatric dif-
ficulties; about half of those institutionalized are institutionalized main-
ly because of chronic organic brain syndromes and their complications. In-

stitutionalized persons, however, represent only a small fraction of those
affected by chronic organic brain syndromes. Many more, equally impaired
individuals, live in the community either alone or cared for by their fam-
ilies, friends, neighbors, and landladies. Very little is known about such
persons in the United States since data systematically delineating the pro-
blem are simply unavailable, but it is thought that 5 percent of community
residents 65 and over suffer from severe chronic organic brain syndromes.
Unfortunately, basic epidemiologic research is lacking and desperately needed
if adequate planning is to take place.

The cost of the chronic organic brain syndromes to the nation is enor-
mous. The nursing home bill alone for 1.3 million elderly patients was $11

billion in 1976. It is also sad but true that many persons who are function-
ally dependent because of organic brain disease receive no public monies
whatsoever, not because their needs are being adequately met in the private
sector, but because this patient group has been defined as not requiring
those services which are reimbursable under our current medical reimbursement
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system. Moreover, there is no public policy directed at assisting families

who support elderly members financially or otherwise. If the needs of this

patient group were to be met at some minimal level of humane care, the bill

would far, far exceed the billions of dollars that are now being spent.

There is a high probability that there will be a large increase in the
number of functionally dependent adults because of the important role that
chronic organic brain syndrome plays in this condition. While it has been
estimated that roughly 5 percent of persons over 65 suffer from severe chronic
organic brain syndromes, the prevalence of the condition probably reaches 20

percent among those who are 80 or older. Since 1900, the proportion of per-
sons 75 and over within the entire elderly population over 65 has increased
from 29 percent to 38 percent and is expected to reach 44 percent of the el-
derly population by the year 2000. The population over 85 years old has in-

creased from 4 percent in 1900 to 8 percent today and is expected to increase
to 11 percent by the year 2000. The high prevalence of organic brain syn-
dromes among the old old (those over 80) may be a cohort phenomenon; that is,

it may be true only for this generation of 80-year-olds, but it is probably
a condition truly associated with aging. In this case, the next two decades
will bring an enormous number of people who are functionally disabled by
chronic organic brain syndromes.

Functional disability among the elderly may be entirely due to the pres-
ence of a chronic organic brain syndrome, but many elderly persons suffer from

multiple disabilities, including hearing deficits, visual losses, physical

illness, and problems with mobility. In addition, persons in this age group,
who are among the old old, are also likely to suffer from poverty, inadequate
social support systems, and physical and mental isolation. It is known that
persons who show signs of severe mental deficit due to chronic organic brain
syndromes are more likely than mentally well community residents to suffer
from multiple disabilities, particularly in the perceptual area. It is prob-
able that these multiple disabilities interact with chronic organic brain
syndrome to increase the level of functional dependency. It is possible but
it is not known for certain that the progression of impairment in the person
with multiple deficits could be delayed by management of remedial deficits.
Prospective studies exploring the impact of managing sensory, physical, and
social problems in persons suffering from mild organic brain syndromes are
highly likely to show ways of delaying dependency for significant periods of
time. Such studies have not been carried out nor is there a policy for fund-
ing such studies, which would by their nature take longer and be more expen-
sive than most studies which are funded these days.

Classification . A basic problem in research on the chronic organic brain
syndromes has to do with the difficulty in accurately diagnosing this condi-
tion, particularly in the early stages. It is known that a great many physi-
cal and mental illnesses may mimic chronic organic brain disease or exacerbate
a mild form of the disease into a severe state. Conditions which may precipi-
tate an elderly person into a pseudodementia which strongly resembles chronic
organic brain disease include over-medication with prescription and proprie-
tary medications. Digitalis, sleeping pills, tranquilizers, and diuretics are
widely used and a common cause of pseudodementia. Acute infections of all
sorts, kidney disease, neoplasms, vitamin deficiencies, and psychiatric ill-
nesses such as depression, psychosis, or sensory deprivation-induced state al-
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so can cause conditions mimicking organic brain disease. Moreover, there
are serious problems in differentiating between mild and non-progressive cog-
nitive changes accompanying old age and the early stages of dementing illness
which runs in a malignant downhill course to severe chronic organic brain
syndrome and functional disabilities.

At the current time, diagnoses of organic brain syndrome are often based
on a set of relatively simple unsophisticated tests which do not examine the

range of higher brain functions as we now understand them. Moreover, these
tests are vulnerable to misinterpretation both because of the education of the
subject, his ethnicity, and his race. It is not known how likely these screen-
ing tests, which are often the only tests used, are to lead the physician to

an error of comission, that is, making a diagnosis of organic brain disease
when none exists, although some have estimated that 30 percent of such diag-
noses in the United States are erroneous. Neither is it known how often such
tests lead to an error of omission, that is, failing to make the diagnosis
when the condition exists. Such errors of omission can cause major disrup-
tions in the social support systems of the patient since signs of mental fail-
ure may be interpreted as malicious or spiteful if their origins are not under-
stood. Few existing psychological tests have been shown to be valid or relia-
ble when used in the elderly. More reliable, valid, brief tests are greatly
needed and these need to be investigated on a population of patients who are
not seriously deteriorated but who are suffering from minimal symptomatology.

Up until the present time, most of the work on diagnosis has been direc-
ted at distinguishing the severely disabled from persons who are normal. There
is a very broad middle group of persons suffering from minimal disease who re-

quire recognition so that those preventive measures which we know may be im-

plemented. Such work will require prospective studies since patients must be
followed forward to determine if a test can distinguish organic brain syndrome
from other conditions. Such prospective studies require a longer time frame
than current funding patterns allow. But there can be no substitute for the
knowledge which can be gained by following changes in psychological processes
of a specific group of individuals over time.

Etiology . Work in the last two decades has clarified that there exist
at least two types of organic brain disease which must be distinguished. One
is the so-called multi-infarct dementia and the second is senile dementia.
The first is closely related to arteriosclerotic and atherosclerotic disease
and the solution to such brain disease will be tied to those basic researches
which allow the unraveling of all arteriosclerotic and atherosclerotic blood
vessel diseases. The second disease, senile dementia , has come to be recog-
nized as having a distinctive pathology characterized by specific changes in

the brain tissue. It is not clear at the moment whether senile dementia is

one of a group of diseases, including Alzheimer’s disease and Pick’s disease,
which may occur in middle age, or whether all three of these diseases are
variants of the same illness.

An intriguing finding in the brains of people with Alzheimer’s disease
is that aluminum is found in these patients far more frequently than in nor-
mal persons. What relationship this metal has to the disease and to brain
biochemistry is not clear but presents a fascinating area for research.
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Treatment . At the current time, these syndromes are mainly treated

with anti-psychotics such as thioridazine, tranquilizers such as oxazepam,

and vaso-dilators such as papavarine hydrochloride and drugs claimed to

improve cerebral intermediate metabolism such as dihydroergotamine mesylate.
Persons with chronic organic brain syndromes are often victims of secondary
psychoses or depressions which are usually treated with drug therapy. How-
ever there is very little research on which anti-psychotic drugs are most
useful for specific psychiatric syndromes arising during the course of or-

ganic brain syndrome. Most studies with drugs on persons with organic brain
disease provide only global descriptions of the patients and do not distin-
guish between patients who are psychotic, agitated, and depressed.

Research opportunities and options . Research on the chronic organic
brain syndrome must undertake four major and separate directions. Research
on one set of issues will not replace research on any other and all are re-
quired if we are to discover the etiology, prevention, cure, and management
of this set of illnesses. These main research areas are: (1) basic,

(2) clinical, (3) epidemiological, and (4) policy-oriented research.

Basic Neuroscience

Definitive pathological description of brain tissue in senile dementia
is a sine qua non for further progress. Basic work on the fine structure
of the nervous system promises to bring substantial clarification to this
question. It is essential that we learn to recognize the basic pathology
so that groundwork can be laid for defining a single illness out of what
may be a heterogeneous grab-bag of multiple disease.

Fundamental work is needed on both the brain biochemistry and neurochem-
istry of normal elderly persons and those with senile dementia. Evidence
is consistent with the possibility that senile dementia may be associated
with abnormal intermediary metabolism and abnormalities in the concentration
and metabolism of neurotransmitters in the central nervous system. Current
data suggest that neuro transmitter changes may occur, so that the balance
between different neuro transmitters, which is present in younger organisms,
is lost in older persons. Such imbalances in neuro transmitters may be char-
acteristic of senile dementia. In turn, study of the abnormalities of brain
biochemistry is important because these metabolic defects may be causal in
the development of changed neurotransmit ter formation.

Other specific biochemical work needed includes work on protein meta-
bolism, basic brain microstructures and neurofilaments, pigment, and lipids,
since all of these may undergo considerable change in senile dementia.
Structural work of membranes in the aging brain is relevant because the im-
plication of changes in structures of membranes involves lipids and layers
of protein. Basic work on changes in the metabolism of lipids shows definite
changes occur with aging. The implication of these changes in lipids from
membrane structures has not been fully explored. All of these changes must
be studied in terms of their interrelation to each other, as well as their
interrelation between brain function, neurosecretion, and the endocrine sys-
tems.
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Basic immunological work will hasten the day when the immunological
changes associated with the degenerative diseases of the aging nervous sys-
tem may be fruitfully investigated. It may be that senile dementia will be
found to be not one but several diseases, some of which are due to immuno-
logical dysfunction in the central nervous system. A related area which
deserves further work is virology, particularly the study of the slow virus-
es. These are viruses which, unlike those causing acute infections, multi-
ply very slowly over years and even decades. The exact mechanism by which
these viruses do their damage is not known, but it is quite clear that at

least one illness which resembles the senile dementias, Jakob-Creutzfeldt *

s

disease, is caused by a viral infection, and it may be that other senile de-
mentias are also due to viral agents. The pursuit of such hypotheses re-
quires disease-oriented research as well as basic research aimed at increas-
ing the general pool of available knowledge. Progress in this area will de-
pend on progress in the understanding of immunology and the viruses, parti-
cularly the slow viruses.

Neuropsychology

At the present time there are almost no sophisticated systematic stud-
ies documenting the specific neuropsychological changes that accompany the

dementing process in organic brain disease. The study of a variety of pro-
cesses, including the all-important study of memory, could be vastly improved.
These studies are essential not only to our basic understanding of the di-
sease but also to the development of rational object means of determining
competency.

Psychological investigations of persons with organic brain syndromes
generally are conducted on persons at the end stages of this disease. The
lack of investigation of persons in the early stages of this illness is a

glaring omission since the disease begins with mild or minimal symptoms dif-
ficult to distinguish from normal aging, depressive illness, and other func-
tional disorders. It is of utmost importance to document the onset and

evolution of these deficits so we may better recognize senile dementia in

its early stages and thus allow for a rational basis for the study of pre-
vention , rehabilitative techniques, and etiology.

It is important to start to interdigitate and correlate neuropsycho-
logical findings with deficits in the brain biochemistry and neurotransmit-
ter systems. It is known, for example, that the dementia accompanying Par-
kinson’s disease is associated with a relative deficiency of dopamine in

certain areas of the brain. It is conceivable that the Parkinsonian demen-
tia might have certain characteristics which could be identified with the

decline in dopaminergic function. While it is a long way from neurotrans-
mitters to the behavior of an organsim, specific neuropsychological approaches
might allow some correlations to be developed and prove more fruitful than

have more global measures of behavior.

It must be recognized that there is generally a lack of psychological
tests suitable for the elderly. Generally, materials are utilized that were
developed for the young. At best they are only slightly modified for the

elderly or age-specific standards are used. At worst, they are applied as
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is. On the whole, there is very little knowledge of the construct, criter-
ion, and discriminant validity of instruments which are used to make psycho-
logical measurements in the old. Such validity is essential. Indeed, one

might hope that the psychologists might describe the behavior of the old in

all its domains, from the point of view of the old rather than the young.

For surely the two are different. If impatience, sexuality, and ambition
are the province of the young, then wisdom and understanding are more common-

ly found among those of many years.

Not only age, but cohort is an important matter for consideration. The

person born in 1930 may become quite a different 90-year-old from the one

who was born in 1890. We know almost nothing about such differences and this

lack of knowledge is a glaring methodological deficiency which diminishes all

other research related to psychological processes. It is a defect which must
be remedied.

Clinical Research

Classification . It is well known that a large number of reversible di-

seases, including iatrogenic drug intoxication, depression, infections, thy-
roid changes, pernicious anemia, nutritional deficiencies, normal pressure
hydrocephalous , renal impairment, dehydration, malnutrition, vitamin deficien-
cies, social stress, and even fecal impactions, are capable of causing symp-
tomatology which closely mimics an organic brain syndrome. There is no stan-
dard procedure for ruling out those defects which might cause such behavioral
change although clinics dealing with aged geriatric patients generally de-
velop their own routine. Nevertheless, there is substantial pressure on the
physician to avoid "unnecessary" expenditures and there are no data to indi-
cate the frequency with which the conditions capable of inducing the chronic
organic brain syndrome-like picture occur. In order to assist the clinician
in pursuing reasonable diagnostic possibilities, it is necessary to develop
a data base which can assist the physician. In addition, a great deal more
information is needed on how and when the diagnosis should be made. Equally
important, cogent, reliable, and valid diagnostic criteria are needed for a

basis of any study, irrespective of its domain.

Neuropsychology

Sensory function and prosthetics . Higher cortical functioning must be
understood as a complicated system dependent on the integrity of multiple re-
lated extracortical systems. One of these is the sensory system. Sensory
inputs have a definite role in maintaining cortical tone and so alertness.
Elderly persons are vulnerable to multiple sensory losses. Eyesight declines,
not only through a loss of the flexibility and focusing power of the lens but
also through discoloration of the lens and cornea. Such changes make vision
less precise and blur visual edges. Loss of vision not only results in a
direct reduction of the amount of sensory stimulation reaching the brain but
also reduces cortical stimulation in secondary ways. Because reading, espe-
cially of small print, becomes more difficult, the level of general infor-
mation available to the older person diminishes, as must subsequently learn-
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ing, the pursuit of special intellectural interests, as well as access to

essential information such as directions for taking medication.

Hearing also suffers. Older people not only characteristically lose
the ability to hear higher pitched tones, but also suffer from a reduction
in the ability to discriminate speech. The result is that stimulation of

the cortex through these two major sensory modalities decreases substantially.
In addition, older people suffer from a diminution in the sense of smell,
alterations in the sensation of taste, a decline in the proprioceptive sen-
sory inputs, and perhaps a decline in the ability to feel pain. It is well
known that total sensory deprivation has profound and devastating effects
on the central nervous system functioning. It seems reasonable to speculate
that the multiple sensory losses suffered by the elderly individual would
also result in a diminution of maximum mental capacity, particularly when
these losses are superimposed on a central nervous system which has already
undergone some decline. The last two decades have seen a spectacular in-
crease in the application of technology to the miniaturization essential to

maintaining life in space. Applications of this technology to medical prob-
lems, such as the development of cardiac pacemakers for the correction of

abnormal cardiac rhythms, have already had spectacular success. There seems
little reason why this same technology could not be applied to the develop-
ment of sensory prothestics which could compensate for some pf the loss suf-
fered by the elderly individual. Such prosthetic devices might very well
make the difference between independence and functional decline for a sub-
stantial number of elderly individuals.

Psychopharmacology

There is a great need to broaden our knowledge of psychopharmacological
treatments of the organic brain syndromes. Drug studies geared at more
specific symptomatology in less heterogeneous patient groups are badly needed
and would be extremely helpful. In addition, it is well known clinically
that elderly patients with organic brain disease tolerate drugs poorly,
usually requiring very small doses, but there are almost no systematic stud-
ies on appropriate drug dose schedules for this age group. Basic studies
on pharmacokinetics are lacking and the effect of organic brain disease on

the action of psychopharmacologic agents is virtually unknown.

Several drugs have been in use for the treatment of organic brain syn-
dromes in Europe for some time. These include Naftidrofuryl, Hexyldimethyl-
xanthin, and Pyritinol. Research on such drugs and others needs to take its

rightful place in psychopharmacological research in this country. Moreover,
it must be understood that work in psychopharmacology in the aged cannot be

conducted using the same paradigms developed for such studies in younger
people. The extremely high prevalence of disease among the aged means that
some of the experimental strictures which have been applied so well in studies
of younger people, such, for example, that the individual be disease-free and
free of all other medication, cannot be applied if psychopharmacological
studies of the elderly are to be executed. New experimental models and para-
digms must be invented to treat problems specific to older populations.
Moreover, new evaluation instruments specifically oriented at the cognitive
deficits of interest must be developed even when some of the symptomatology
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appears to be virtually identical with that found in younger people since it

is doubtful that what is valid for the young will also be valid for the old.

Epidemiology

There are no accurate epidemiological data on the distribution of per-
sons with organic brain syndromes in the United States. Neither is there in-

formation on their living arrangements, their social supports, their economic
resources, the agency supports extended to them, nor the extent and nature of

their disabilities. These gaps in our knowledge make policy formulation a

matter of guesswork. It is clear that there is a desperate need for epidemio-
logical research simply to serve as an adequate basis for policy formation.
However, epidemiological research is needed for other, more compelling reasons.

Epidemiological research is generally construed as the study of a disease
or condition in a population. By investigating the distribution of the di-

sease and identifying factors associated with it, important hyptheses about
etiology and development of the illness can often be made. However, epidemio-
logical principles can be applied even if it is not possible to distinguish
absolutely a specific disease entity.

It would be both reasonable and feasible to study functional dependency
in the elderly rather than senile dementia or chronic organic brain syndromes .

Functional dependency is not synonymous with organic brain syndrome ; one can
guess that the major cause of functional dependency is chronic organic brain
syndrome in approximately one-half the cases . But chronic organic brain syn-
drome is likely to be a contributing factor in many more.

Whether or not functional dependency develops in the individual is pro-
bably the result of multiple factors. It may be almost totally due to physi-
cal disabilities, such as quadriplegia, or it may be due almost entirely to

mental factors, such as severe chronic organic brain syndrome. It is, how-
ever, a principle in rehabilitation that* almost all physical handicaps can
be overcome given a high degree of intelligence on the part of the individual.
So it is possible to rehabilitate some (albeit it few) quadriplegics into
self-supporting persons. One might speculate then that functional disability
is the result of an interaction between a physical handicap and a mental dis-
ability, One might guess that persons who are severely diabled by physical
illnesses such as arthritis or heart disease require a far higher level of
brain function for independence than those who are less disabled. One might
also guess that minor degress of physical incapacity would become major handi-
caps in those who suffer from mental impairment. At present, the interaction
of physical and mental resources in producing functional dependency is not
clearly understood. Clearly this is a subject which could be fruitfully in-
vestigated by epidemiological studies where those persons who are managing
are counted and assessed as well as those whose help-seeking behavior has
led them to become identified with a public program or a clinic population.

Moreover, other factors besides physical and mental health contribute
to the development of functional dependency. Given enough money, almost any
service can be purchased. Given a large enough and strong enough system of
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social support, individuals can be maintained in a pseudo-independent state
and entry into the public or institutional sector can be postponed almost
indefinitely.

An examination of the relationships between chronic organic brain syn-
drome, physical disabilities, economics, and social support can best be car-
ried out in epidemiologic studies which include a representative sample of

all elderly persons irrespective of domicile. Such studies might tell us how
best to organize services to minimize the development of functional depen-
dency. It may also turn out to be the case that preventive services may be

less costly in the long run. Such research might also be helpful in answer-
ing the question of why elderly persons under-utilize existing mental health
services and so provide the means of making such services more accessible
and useful.

Epidemiologic studies are also needed to provide an adequate purchase
on the natural history of chronic organic brain disease. Populations which
arrive in institutions or in health care systems are highly selected and not
representative of elderly persons living at large. If we are to develop an
understanding of what may be expected of persons with chronic organic brain
disease over a period of years, it will be necessary to develop prospective
studies which allow a representative population of individuals to be follow-
ed forward through the natural evolution of disability. Moreover, a prospec-
tive epidemiological investigation will make possible experimentation with
preventive techniques that may be expected to reduce or delay disability. No

other type of study can provide the same information nor provide equally
applicable conclusions.

Policy

Whatever the possibility of generating research which allows the basic
etiology and thus hopefully the prevention of senile dementia to become under-
stood, it is highly likely that persons with chronic organic brain syndromes
will always be with us. In the meantime, medical and social policies relat-
ing to the care of the dependent elderly must be formulated. Such policies
often must be made in the absence of sufficient information. Moreover, poli-
cies have consequences and research on their effects must be systematically
undertaken. For example, current Medicare regulation disallows the purchase
of prosthetic appliances such as hearing aids and eyeglasses, presumably as

a money-saving device. However, it is known that persons with severe chronic
organic brain syndrome are more likely to have perceptual deficits than other
individuals living in the community. What is not known, however, is whether
correction of the perceptual deficiencies will prevent the development of a

chronic organic brain syndrome. If correction of perceptual dificiencies
could delay the development of severe incapacity, it may very well be the

case that the money saved on eyeglasses and hearing aids is spent on preven-
table institutionalization. Whether or not such is the case is not currently
known.

Current policies emphasize the provision of "skilled" nursing in insti-
tutionalized settings. It is suspected that such policies result in an over-
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utilization of institutions and an increase in functional dependency among

the elderly. However, no precise data are available regarding this hypothe-

sis. It is thought that a large number of individuals in nursing homes do

not require such care, but it is not known to what extent such misplacements
exist because of incorrect entry diagnoses and assessment or because of the

difficulty in moving persons out of skilled nursing facilities. It is known

that current government policy acts to pauperize many patients in nursing
homes and that poverty is a major barrier in attempts to relocate individuals

in the community. However, the extent to which reimbursement policies them-

selves lead to dependency is not clear. Substantial research is needed on

optimal ways of organizing and delivering health care to those who are likely

to become dependent, i.e., persons 75 and older.

There are also specific problems in the way policies are implemented.
For example, the congressional mandate to develop geriatric services in the

community mental health centers was not accompanied by appropriations for

staff or staff training. The apparent consequence has been that there has
not been much change in the orientation of community mental health centers.
Indeed, there are still many which specifically exclude persons with organic
brain syndromes as objects of their care. An appropriate piece of policy-
oriented research should undertake to investigate, on a experimental basis,
what fiscal and administrative conditions would actually result in a reorien-
tation of the community mental health centers, and what modifications would
make them acceptable to the elderly. Similar problems can be specified in

respect to Title XX. While the title is designed to provide social services
for the elderly which may be health-related, and while a comprehensive assess-
ment component is included in the title, in practice it is extraordinarily
difficult for academic units attempting to develop comprehensive service and
training resources for the impaired elderly to develop access to these funds.
Research on the barriers to the intended application of the title would be
helpful in designing a title which would allow the proper fulfillment of
congressional intent. Along the same line, research which explores the effect
of regulation on the actual performance and cost of research and service is

badly needed. Informal surveys of individuals engaged in research in aging
indicate that the average researcher probably spends 25 percent of his or
her time in fund-raising activities, and many indicate that the stability
of their laboratories and the development of young and potentially important
research is threatened by the short funding periods. Other researchers
point out that the stabilities of the universities and medical schools them-
selves are threatened and undermine the research and the researchers.

Research aimed at clarifying the effects of specific policies must be
undertaken to clarify whether the policy is helpful or inadvertently harmful.
Such research must not only include questions of cost benefit but must also
assess less tangible factors such as quality of life and invalidism of the
patient and the well-being of the research facility or service unit. This
research must be developed by first-class scientists working under non-program-
connected auspices . Sociology, social psychology, and political science all
have much to contribute to such endeavors. This work must be undertaken by
well trained scientists with an experimental view rather than by so-called
"program-evaluation specialists . " In addition, such work must be funded by
monies supporting the policies under investigation, not out of the general
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research funds. Every reimbursement policy Is in effect a decision to treat
or not to treat. It behooves us to discover which treatments make a real
difference for better or for worse and so provide a rational basis for reim-
bursement decisions

.

ALCOHOLISM

Prevalence

The prevalence of alcoholism in the United States is not known. Esti-
mates of 9 or 10 million American alcoholics have often been cited, but these
are not based on systematic studies. Better data exist with regard to the
prevalence of heavy drinking. Studies show that about 12 percent of Ameri-
cans are heavy drinkers, meaning they drink daily and drink six or more
drinks several times a month; 20 percent of American men meet this definition.
How many alcoholics are included within these groups is not known, but studies
from other countries as well as a recent study conducted in Connecticut in-

dicate that about 3 percent of men are alcoholic and perhaps .1 to 1 percent
of women. Estimating the prevalence of alcoholism is complicated by disagree-
ment about definitions and other methodological problems.

Among white American men, alcoholic patterns of drinking usually begin
in the teens or twenties and gradually progress through the thirties until
the person is clearly identified as alcoholic by the late thirties or early
forties. It is relatively uncommon for alcoholism to develop in men de novo
after the age of 45. First hospitalization if it occurs, comes in the
thirties or early forites. There is some evidence that drinking in both
sexes is now beginning at an earlier age, but whether alcoholic patterns of

drinking are also starting earlier in life is not clearly demonstrated.

The "natural history" of alcoholism in women seems to vary from that of

men. Women as a group tend to become alcoholic at a later age and become
alcoholic after fewer years of heavy drinking. There is evidence they develop
cirrhosis somewhat more often than men. It is commonly believed that alcohol-
ism in women is harder to treat. It is not unusual for women in their forties

or fifties to become alcoholic after years of controlled drinking, whereas
this occurs infrequently in men.

There are other differences in patterns of alcoholic drinking between
various racial and ethnic groups. For example, urban Black males appear to

start drinking at a younger age than do urban White males, develop serious
medical and neurological illnesses at an earlier age, and have a much lower
rate of alcoholism-related suicides. Pathological drinking among Indians
seems to vary from tribe to tribe and not follow a consistent pattern. Where-
as "bender" alcoholism is common in the United States, it appears quite un-

common in France, although the amount of alcohol consumed per capita is higher

in France, and Frenchmen have more alcohol-related medical problems such as

cirrhosis.
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Classification

Alcoholism is usually defined today in terms of problems from drinking
rather than the amount or frequency of alcohol consumed. Unquestionably
there is a relationship between problems and amount of alcohol consumed, but

the relationship is variable and to some extent unpredictable. In addition,

obtaining reliable information about quantity and frequency of drinking is

more difficult than obtaining information about problems caused by drinking.

At any rate, definitions of alcoholism from such organizations as the World
Health Organization and the National Council of Alcoholism focus almost en-

tirely on problems from drinking, and operational criteria used for research
also are based mainly on problems.

This phenomenological approach to diagnosis, however, has not eliminated
disagreement about diagnosis. The question often arises: What problems, how
many problems, how severe or frequent the problems? There is a great deal
of disagreement about early, mild, and atypical cases of alcoholism, but
this is not peculiar to alcoholism; the same disagreement exists with regard
to heart disease and other diagnostic categories. Full-blown cases of alco-
holism produce little disagreement and can be reduced to this simple formula-
tion: The alcoholic is a person who drinks excessively, has serious problems
from drinking, but proceeds to drink nevertheless. The single most important
question about alcoholism is: What factor or factors maintain self-destruc-
tive patterns of drinking. Why does the person drink "nevertheless?" This
is the central and most important issue in alcoholism research and one that
remains as unanswered today as it was a thousand years ago.

The manifestations and natural history of alcoholism differ to some ex-
tent from country to country, from sex to sex, and from individual to indivi-
dual. For example, the "typical" American alcoholic appears to have a dif-
ferent drinking pattern than does the "typical" French alcoholic. Neverthe-
less, all forms of alcoholism have several features in common. First, the
persons has a strong psychological need to drink alcohol in large amounts.
Second, with repeated use of alcohol, tolerance develops, so that the person
must drink more in order to achieve effects earlier obtained on less. Third,
physical dependence develops: The person must maintain high levels of blood
alcohol to avoid withdrawal symptoms. Finally, long periods of excessive
drinking almost invariably produce medical, social, and psychological prob-
lems.

Alcohol-related problems are numerous. Medically , excessive use of al-
cohol is associated with cirrhosis, pancreatitis, blood disorders, heart
diseases, muscle disease, and degenerative disorders of the peripheral and
central nervous system. (Some of these disorders appear to be nutritional
in origin rather than reflecting a direct toxic effect of alcohol. However,
heavy use of alcohol leads to malabsorption of vitamins and other essential
nutrients and even "well-nourished" heavy drinkers may suffer from nutritional
deficiencies.) Socially , alcoholism is associated with crime, highway fatal-
ities, household and industrial accidents, and a high divorce rate. Psycho-
logically, alcoholism is associated with depression, anxiety attacks, and
toxic psychoses. Suicide is common, particularly in male alcoholics. An
association between alcoholism and homicide is less well demonstrated; many
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if not most murderers are drinking at the time of the crime (as are most of

the victims), but it is not clear that the drinkers are alcoholic.

Etiology

The cause of alcoholism is not known. However, there are a number of

factors associated with alcoholism which may have etiological importance. In-
cluded are the following:

1. There is often a positive family history of alcoholism. A quarter
or more of the fathers and brothers of alcoholics are themselves alcoholic.
Of hospitalized alcoholics, about half have a close blood relative who is

alcoholic. The prevalence of alcoholism among the relatives of alcoholics,
in other words, is far greater than the prevalence of alcoholism in the gen-
eral population. This does not mean, of course, that alcoholism is a genetic
disorder, although recent twin and adoption studies suggest that factors
other than environmental exposure to alcoholism may influence the development
of alcoholism.

2. Alcoholism is unevenly distributed among racial and ethnic groups.
There is a very low rate of alcoholism in the Orient, for example, and a

high rate among the Irish. Jews continue to have a low rate of alcoholism.
Some American Indian tribes apparently have a high susceptibility to alcohol
problems, although this apparently does not apply to all tribes.

3. Alcoholism is more common in some vocational groups than others.
For example, bartenders and reporters appear to have more alcohol problems
than, for example, clergymen and postmen. There also appears to be a

higher rate of alcoholism among military men than men in civilian life.

4. Although alcoholism appears to be increasing in women, men are still
more often alcoholic than are women.

5. School history appears to be a predictor of alcoholism. Children
who are frequently truant and have other troubles with authority seem to

have a higher risk of alcoholism in later life. Children with the so-called
"hyperactive child syndrome" seem more often to become alcoholic.

6. It is not clear whether other psychiatric conditions increase the

risk of alcoholism. There is some evidence that early-onset depression in
women is associated with an increased prevalence of alcoholism among their
male relatives, but the evidence is inconsistent. Criminality among the

relatives appears to be at least a mild predictor of alcoholism in the off-
spring. No other behavioral or psychiatric disorder has consistently been
associated with the development of alcoholism.

Treatment

Many alcoholics recover from their alcoholism without professional help.

It is unknown how often this occurs, but perhaps as many as 25 percent of al-
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coholics "spontaneously" stop drinking or reduce their drinking to the point

where problems do not occur. In a study of "problem drinkers" (it is not

clear whether this term was used synonymously with alcoholism) 9 percent of

American adults were currently experiencing drinking problems whereas another

9 percent had drinking problems in the past but no longer had problems. One

of the great debates in the field is whether "true" alcoholics can become
controlled or social drinkers. Studies indicate this may occur in a small

minority of drinkers but this is the exception rather than the rule.

Follow-up studies generally indicate that failure or success appears
independent of the type of treatment received, whether inpatient or outpatient.
Indeed, some studies indicate that prolonged inpatient care produces results

no better, if as good, as outpatient care.

It should be emphasized that inadequate evidence supporting the efficacy
of treatment does not mean that treatment in individual cases is not highly
successful. In fact, clinical impression indicates that treatment is suc-
cessful in many cases. The problem is in identifying which patients will
benefit from treatment and which treatments are best for which patients.
Treatment evaluation studies by and large have been grossly inadequate. Ran-
dom assignment of patients to various treatments rarely occurs. Patients
"lost" on follow-up usually represent such a large percentage of the sample
that the results are almost impossible to interpret. Therefore, while it is

almost impossible to demonstrate that one treatment is superior to another,
or that any treatment is superior to none, a large reservoir of individual
experience with patients indicates that certainly some treatments are effec-
tive even if we do not know which ones they are.

Concerning the types of treatments, they range from drugs (such as Anta-
buse and tranquilizers), to individual psychotherapy, to educational efforts
(such as use of films and videotape) , to behavioral modification techniques
(such as administering awards and punishments or the use of "classical" Pav-
lovian conditioning) . It is widely believed that Alcoholics Anonymous (AA)

offers the most successful treatment of all, but scientific data supporting
this are lacking and clearly many alcoholics are not suited for the AA ap-
proach. However, most authorities in the field believe alcoholics should be
encouraged to seek help from AA, since it is not clear which patients bene-
fit and which do not.

Research Priorities

Familial-genetic studies . Studies conducted over the past 75 years have
consistently shown that alcoholism strongly runs in families. About half of

I

hospitalized alcoholics have a close blood relative who is alcoholic. Recent
I

twin and adoption studies indicate that the transmission of alcoholism from
|!

generation to generation to some extent may be hereditary. This evidence,
however, remains preliminary and future study should be conducted to substan-

li tiate or refute these findings.

One promising line of research involves the so-called "half sibling"
|i approach. Twin and adoption studies are difficult to conduct, particularly
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in the United States, where records are incresingly difficult to obtain and
finding subjects after many years is extremely costly, if possible at all.

The half sibling approach involves comparing half siblings with full siblings
of index cases (alcoholics) with the expectation that if genetic factors are
important, full siblings will be more susceptible to the illness than half
siblings. This type of study is reasonably easy to conduct because of the
abundance of alcoholics who come from broken homse and have half and full
siblings.

Another approach to the nature-nurture problem involves genetic markers.
These can be studied both in association and linkage studies. A number of
studies of this type have already been conducted, with conflicting results.
However, as more and more markers are identified, the possibility for con-
tinued study increases. The metabolism of alcohol itself appears to be a

"marker." Identical twins, for example, metabolize alcohol identically, while
fraternal twins vary markedly in their metabolism of alcohol. If it can be
shown conclusively that some cases of alcoholism are in part hereditary, this
would open up a wide range of studies directed toward the question of what
is being transmitted.

Biochem.ical studies . As noted above, there is now some evidence that
certain cases of alcoholism may involve a genetic susceptibility. In other
words, to some extent alcoholism may have an innate biochemical basis. At
present little is known about how alcohol affects the brain. There have been
a large number of animal studies investigating the biochemistry of alcohol,
but the results have been fragmentary and inconsistent. One promising line
of research has suggested that a product of alcohol may combine with a pro-
duct of a norepinephrine precursor to produce a compound resembling morphine.
The suggestion has been made that perhaps this morphine-like compound is a

common final pathway in "addictions." This work is still highly preliminary
but deserves further exploration.

A number of studies have investigated the effect of alcohol on biogenic
amines neurotransmitters (mainly serotonin and norepinphrine) in the brain.
The results ahve been contradictory, probably in part because of the use of

different strains and species of animals and varying dosage schedules. Be-
cause biogenic amines have been implicated in mood changes, this line of

work should be pursued much more systematically and in greater depth.

Recent studies show that alcohol affects the endocrine system in a

variety of ways. It depresses male gonadal function and there is some evi-
dence of a relationship between rates of alcohol metabolism and estrogen
levels. Further investigation might explain clinical observations of apparent
relationships between phases of the menstrual cycle and alcohol effects.

Alcohol has been reported to produce higher acetaldehyde levels in al-
coholics than in nonalcoholics. It also has been reported to have different
effects in alcoholics who are taking lithium than in nonalcoholics who are
taking lithium. Finally, there have been recent data indicating that dif-
ferent racial and ethnic groups have different types of alcohol dehydrogenase.
All of these studies need to be replicated and broadened.
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Pscyhological studies . The present consensus is that no distinct clus-

ter of personality traits has been identified which could be described as an
"addictive" or "alcoholic" personality. Neverthelss, there is a strong con-
viction among numerous clinicians that alcoholics share certain common per-
sonality traits which promote alcoholism if not constitute a necessary cause
for alcoholism. The problem is that most of these traits have been identi-
fied after the person has become alcoholic, confounding the effects of alco-
hol with possible causes of alcoholism.

An important study solving this problem would be a so-called "high-risk"
study. This involves studying the children of alcoholics (about one-quarter
of whom will become alcoholic) before they begin drinking and then following
them into adult life when alcohol problems will begin to emerge. This
approach is being applied to schizophrenia (another familial disorder) and
should be a high-priority study in the field of alcoholism. It not only
would permit an identification of personality differences between alcoholics

;

and nonalcoholics before they begin to drink, but also identify biochemical
i and physiological differences that increase susceptibility to alcoholism.

Social and epidemiological studies . As noted earlier, alcoholism is un-
' evenly distributed among ethnic, racial, vocational, and sexual groups. Any

ultimate explanation for alcoholism must explain these variations. It is

possible that part of the variation can be attributable to genetic factors,
but it is exceedingly unlikely that all of the variation is genetic. Cul-
tural and learning factors are obviously important in the development of

alcoholism. For example, in cultures where alcohol is forbidden, obviously
i alcoholism is not a problem. Contrarywise, teenage drinking rituals un-
( doubtedly increase the number of individuals at risk and since these rituals
differ from time to time and place to place, their analysis would contribute

I to our understanding of why some cultures have higher rates of alcoholism
:l than other cultures.

Medical complications . Before a cause of alcoholism is ever found and
: a prevention and treatment strategy adopted, it is quite possible that at
i least some of the medical complications of alcoholism can be prevented and

' effectively treated. A large amount of work over the past half century has

>
gone into the study of alcohol on the liver, and progress has definitely been

a made. Intensified research in this area should receive a very high priority,
* since we may well be on the threshold of discovering why some people develop
i serious liver disease from alcohol and others do not. With this understand-
i ing would come ways of preventing alcohol-related liver disease and possibly
t' even of curing the condition once it develops.

Recent animal and human studies indicate that alcohol ingested during
[' pregnancy may have deleterious effects on the fetus. Although this research
^ is still at a preliminary stage, its implications are so widespread and serious
' that continued full-scale efforts toward confirming the earlier reports ob-
viously are indicated. If alcohol does indeed have a deleterious effect on
the fetus, identification of the critical phases of development where alcohol

1 has this effect and also "safe" levels of alcohol which wom.en may consume
‘ will need to be determined. Since often the most devastating effects from a
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teratogen occur before the woman knows that she is pregnant, the implications
of this research for any drinking by women during the childbearing period are
obvious.

The neurological effects of alcohol are often devastating and, although
apparently nutritional in origin, strike with such unpredictability that much
more needs to be known about why some people are afflicted and most are not.

This areas has largely been understudied and underfunded in recent years, and
deserves far more attention. There is the widespread opinion that alcohol
causes neuronal loss and brain damage, and although the evidence for this is

inconclusive, it obviously is important to know whether it does indeed occur
and the nature of the damage.

DRUG ABUSE

Prevalence

Drug abuse is an acute and chronic disease. As with any disease, the

economic, social, and human costs are significant. Although all cost esti-
mates must be considered in light of the assumptions made in the models used,
one analysis has indicated that the economic cost of drug abuse in the United
States in fiscal year 1975 was approximately $10.3 billion with approximately
60 percent of this cost being associated with heroin abuse. The factors con-
sidered in arriving at this estimate include medical treatment, law enforce-
ment, crime, hospitalization, prison, and unemployability. Needless to say,

drug abuse leads to thousands of damaged lives, both for users and their
families, and the process tends to perpetuate itself. Approximately 8,000
deaths occur each year which are attributable to drug abuse.

If the drug abuse problem is widened to include tobacco smoking, the

economic costs rise an additional $23 billion with 300,000 deaths.

Finally, the inclusion of alcohol in the general problem of substance
abuse leads to yet an additional $31 billion with 26,000 more associated
deaths. In summary, the economic and mortality figures for substance abuse
as a whole indicate an annual cost to the nation of approximately $64 billion
and 334,000 deaths per year.

For the past several years, the National Institute on Drug Abuse has
conducted a national survey to obtain an estimate of drug abuse prevalence.
The 1977 national survey has not yet been completed; however, it is clear
from all available indicators that drug use among women has been increasing.
Usage rates of marijuana for young women are almost equal to those for men
and the rates among young adolescent girls 12-13 years of age are incresing
faster than rates among boys. Women’s use of licit psychoactive substances
is more frequent than men’s. This use of drugs by women has serious public
health consequences for them as individuals and has implications for adverse
consequences on pregnancy, childbirth, and the status of neonates.

A survey of the use of illicit drugs by high school students was begun
in 1975. The results are expected to be published in the next year. This
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will provide the first comprehensive report of the results of studies on the

prevalence, incidence, and correlates of drug use among high school students.

Other survey efforts are attempting to obtain a more accurate estimate

of the true extent of heroin use in identified population(s) . Initial ex-

perience with the nominative procedure being developed is that (a) subjects

do know others who are using heroin and (b) they are willing to provide data

on its use. These preliminary results indicate that the unidentified preva-
lence of heroin use is probably higher than had been generally thought (0.5

percent) and that a methodology capable of estimating the size of this "hid-

den" population can probably be devised. More valid estimators of heroin use

are clearly needed if we are to be able to assess the impact of any efforts
to curtail this form of drug abuse.

Studies are continuing to establish the ethnic and racial correlates
of drug use. Recent results from a variety of studies have shown tv/o basic
trends: (a) patterns of use and use of treatment programs vary with ethni-
city, as seen in studies of Chicanos, Cubans, Puerto Ricans, and Blacks;

(b) the process of migration or peer relationships impacts on drug use re-

gardless of ethnicity.

A summary of the findings in this area reached the following generaliza-
tions. First, ethnicity makes a difference. It makes a difference in the
setting for intervention and the interaction of that intervention. It makes
a difference in the type of drug used and the amount of involvement in that
use. It also influences territorial behavior, arrest rates, time to contact
with formal institutions, social context in which use occurs, nature of the
relevant kinship unit, and the treatment resource utilized. It also affects
the way that drug use, treatment, and other aspects of drug use are concep-
tualized. Any research or clinical program that does not flag ethnicity as
a potentially critical indicator of empirical differences runs a high risk
of losing information vital to the understanding of patterns of drug use,

A new area in which epidemiological tools will provide valuable infor-
mation is concerned with the incidence and prevalence of the cessation of

drug abuse and the factors related to this behavior change. These proposed
studies would, of course, have implications for treatment programs, A
neglected area of research is the development of epidemiological teams who
can spot microepidemics of use and facilitate early intervention. This model,
applied and used 7 years ago for heroin and polydrug users, requires a new
focus for creative funding and application.

Etiology

The goal of research in etiology is to determine the causal factors, in-
cluding those combinations of biological, behavioral, psychological, and
societal factors most associated with increased risk to drug abuse. It in-
cludes studies of the personality correlates and behavioral factors which may
predispose individuals to abuse drugs; longitudinal research studies which
are concerned with medical and psychological factors that may predict sub-
sequent drug use; personality factors determining choice of drug abuse as an
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adaptive attempt or as manifestation of psychopathology. Studies of familial
factors and the influence of peers on the abuse of drugs, experimental studies
of group processes associated with behavior and attitudinal change related to

drug use, and the development of psychometric tests and measurement scales
for predicting addiction-resistant individuals are all important components
of this research program. Investigations also include studies of the role of
learning principles involved in the acquisition, maintenance, and extinction
of drug-seeking behavior and studies on psychological and physiological de-
pendence, addiction, and relapse. The assessment of the influence of socie-
tal factors such as poverty, social deprivation, and environmental conditions
on the abuse of drugs is also a high-priority research area.

Behavioral and Biological Factors

Recent studies have suggested some biological characteristics which dif-
ferentiate individuals prone to drug abuse. For example, individuals from
normal college student populations who have low activity levels of an enzyme,
monamine oxidase (MAO), that affects specific neurotransmitters, score high
on personality measures such as the sensation-seeking scale (SSS) , Moreover,
high scores on this scale have been associated with increased marijuana,
hashish, amphetamine, and LSD use. Individual preferences for stimulants or
polydrug abuse have also been associated with high sensation-seeking scales.
During the past year, researchers have shown that platelet monoamine oxidase
activity in male marihuana smokers was significantly lower than in a compar-
able group of non-marijuana smokers and that the level of current marihuana
use was inversely correlated with MAO activity. It is essential to do longi-
tudinal studies in which MAO levels are determined prior to marihuana use in

order to unequivocably demonstrate that this is a precondition rather than
a consequence of marihuana use.

Another line of research which has significance both for etiology and
treatment is concerned with the relationship between depression and opiate
addiction. Recent studies have shown that between 20-33 percent of patients
in methadone maintenance programs are clinically depressed. Research in the

past year has demonstrated that treatment of this group of patients with
antidepressants has a beneficial effect on the treatment of the narcotic ad-
diction as measured by time in treatment and positive change in social func-
tioning, The question of whether the depression in this subgroup of narcotic
addicts is the etiological basis of the addiction is an interesting one which
will require further study.

The isolation and identification of endogenous peptides with morphine-
life activity (endorphins) has occupied the center stage of neuropharmacolo-
gic research for the past 2 years, A full description of these substances,
however, demands a complete explication of their functional significance.
This research will require long-term commitment of manpower and funds.

Research to date has indicated that these substances are involved in

adaptation to pain. Further, there are suggestive results that they may be

involved in various forms of psychosis. It seems certain that these sub-

stances are involved in important behavior functions the understanding of

which will have significant implications for the problems of mental health.
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For example, it may be that some individuals are either born with or

acquire an endorphin deficiency much the same as one might think of a dia-
betic as having an insulin deficiency. Such an individual might be deficient
in what we term normal affect, i.e., his emotional life might be flat or even
depressed (see above). Hypothetically, should such an individual be exposed

to a narcotic, his proneness to addiction might be overwhelming due to the
reinforcing effect of the narcotic, which tends to enable his brain to func-

tion in a more "normal" fashion. If research can demonstrate this effect,

then it might be possible to identify individuals, especially those in high-
risk environments, who are at biological risk of becoming opiate addicts and

to direct our prevention programs at them or develop some new clinical pro-
cedure for "curing" their 'endorphin deficiency.

Basic research progress during the past year has continued in the area
of understanding of the role of naturally occurring morphine-like substances
in the brain. One of the more interesting results in that it is becoming
obvious that we have to deal with more than one kind of receptor and with more
than one kind of endogenous opiate. The evidence suggests that there are at

least three and possibly more types of opiate receptors, each with distinctly
different properties and effects. The endogenous opiates may also have to

be viewed not as homogeneous entities but as at least two functionally dis-
tinct units. The smaller enkephalins appear to be distributed and function
like neurotransmitters, while the larger endorphins appear to act more like
hormones, carrying messages between the pituitary and other organs including
the brain. Intense work is underway in several laboratories to clarify these
problems and to explore their role in the various aspects of opiate addiction.

There are several specific hypotheses concerning the role of the endogen-

ous peptides in the addictive process. For example, the concept of "endor-
phin deficiency" as an etiological basis for drug addiction should be investi-
gated. A second related hypothesis should also be tested. According to this

idea, during narcotic addition the presence of the narcotic in the body "sig-
nals" to the organism that too much endorphin is present and the production
and/or release of the naturally occurring substance ceases. This in turn may
lead to an increased need for the exogenous narcotic. Moreover, this same
point of view may help to explain the difficulties experienced relative to
withdrawal. Consider that when an addict suddenly stops taking narcotics, he
may be exposed to an artificially created endorphin deficiency which may play
a role in both the immediate and protracted abstinence syndrome.

Psychosocial Factors

Recent results from a variety of studies concerned with the role that
personality plays in susceptibility to drug abuse have led to the conclusion
that there appear to be similarities in traits within but not across various
groups of users such as high school students, college students, and addicts
in treatment. For example, among college students, drug users tend to be
more unconventional, individualistic, and independent, while high school stu-
dents tend to be more rebellious and deviance prone and more alienated from
their parents. The question of whether these personality traits lead to drug
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abuse or are caused by drug abuse still remains unanswered. At present,
little is known concerning changes in personality following initiation of

drug use and further study is warranted.

In terms of the question of the relationship between social policy and
drug taking behavior, a recent study indicates that among college students,
decriminalization of marihuana had little effect on the frequency or inten-
sity of use of this drug. More comprehensive investigations aimed at study-
ing the effects of decriminalization in several states are needed so that
more general conclusions can be drawn.

Behavior Sequence Hypothesis

In order to understand the incidence and prevalence of a specific di-
sease such as heroin addiction, it is necessary to understand both the mech-
anisms and actual sequences of acquisition of drug taking and seeking be-
havior. Ongoing studies have suggested a "behavior sequence " hypothesis
which proposes that illicit drug experience follows trials with licit but
age-inappropriate substances such as beer, wine, and cigarettes. Thus,
longitudinal and other survey efforts indicate that such licit drug use pre-
cedes the use of the principal initial illicit drug, marihuana. The next
group of drugs to be used is somewhat more amorphous but ap-pears to be the
"pills," including amphetamines, barbiturates, and tranquilizers. The last
drugs in the series are heroin and cocaine. While it appears to be true
that experimentation with the first group of drugs does not inexorably lead
to the second, etc., it appears to be equally true that those who do progress
to harder drugs tend to go through this sequence. The value of this hypothe-
sis for prevention programs needs further investigation since it appears
that it should be possible to intervene in the sequence and stop the progres-
sion to harder drugs.

Behavioral Medicine

A recent emphasis in the national research program derives from aware-
ness that the etiology of much drug abuse relates to patterns of excessive
and obsessive consumption of other substances that are also abused. These
patterns then become embedded in habitual behaviors that are extraordinarily
difficult to eradicate. These types of behavior, which may also be referred
to as disorders of self-control, include the use of licit and illicit drugs,
alcohol and tobacco; general dietary excess; and possibly certain aberrant
behaviors such as gambling and child abuse. Taken together, these behavior
patterns can conservatively be considered as leading contributors to the

Nation’s overall health problems and comprise the group which would appear
to be the most amenable to prevention and alleviation through understanding
the mechanisms of self-control.

There has been an increasing awareness that the use of tobacco presents
a major public health problem. There are similarities between habitual use
of tobacco and the habitual use of other psychoactive drugs. This suggests
that research methodologies applicable to drug abuse may be applied to ha-
bitual use of tobacco,

I
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This year, the National Institute on Drug Abuse has initiated the funding of

tobacco smoking research. The primary purpose of these studies will be to

further our understanding of the etiology and basic mechanisms of nicotine
addiction and withdrawal, and to increase our effectiveness in the treatment

of this public health problem.

Once recent finding of interest is that certain portions of the brain,

referred to as ’’reinforcement centers," seem to be responsive to a wide
variety of abused substances including cocaine, amphetamine, and morphine.

It would appear that these agents may be exerting their reinforcing proper-
ties on a common site of action. Moreover, the particular area of the brain
that is being affected has been shown to control both food and water intake.

Further research on this problem is necessary.

Prevention

Prevention negates the need for treatment. The goal of the prevention
research effort is to reduce the incidence and prevalence of drug abuse and
cigarette smoking behavior. Studies in the area of media techniques designed
to prevent drug abuse and smoking are currently underway. These studies have
as their goal to determine whether selected media messages on drug-using
behavior can have positive results. These studies will determine such things
as: (a) what procedures can enhance the likelihood of a subject’s exposure
to media-borne messages; (b) is there a critical number of exposures which
the target group must experience before the message begins to "sink in";

(c) what kinds of messages are particularly appropriate for various age and
ethnic groups?

A second new prevention initiative would seek to more fully identify
conditions of acquisition of gateway drugs. (Gateway drugs are those drugs
frequently used in first drug experimentation, such as beer, wine, cigar-
ettes.) This research effort is to be primarily focused on individuals im-
mediately at risk of experimentation with gateway drugs, those 10-13 years
of age, for it is with this group that we feel progress can be made in inter-
fering with the variables leading to drug abuse. These studies would in-
vestigate the role of the community and peer pressure in early drug experi-
mentation, the possible "adaptive" role of drug using and smoking in this
age group, and the impact of parental smoking and drug taking.

Another interesting approach to the prevention of drug abuse with im-
plications for other areas of mental health involves the study of so-called
invulnerables. We are all aware of the anecdotal tales of the poor child,
in destitute surroundings, with uneducated parents, who rises above it all
to become a success in one field or another. What is of interest is how un-
usual, relatively speaking, such success stories are and how the individuals
concerned are "protected" from becoming part of the self-destructive behavior
associated with growing up in high-risk environments, i.e., what variables,
biomedical, behavioral, and social, are responsible for the fact that some
people avoid becoming heroin addicts in the midst of a heroin epidemic.
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This research effort involves identifying and developing case histories
of adults exposed to a high drug abuse risk who proved to be ’’resilient" to

becoming drug addicts or alcoholics. By studying a sufficient number of such
individuals both psychologically and physiologically, factors responsible for
their resistance may be isolated and applied to prevention methodologies.

A final new initiative in the prevention area is to replicate and extend
research findings which indicate that we can go into a community which has a

drug problem and through the application of presently available techniques,
including casefinding, behavior counseling, and chemotherapeutic treatment,
decrease the extent of the problem and prevent new cases. Such an effort has
been shown to work in an urban high-rise apartment community and it is now
desirable to extend this approach to other communities or mini-communities,
i.e., high schools, to see if an intensive effort with available technology
can be generally effective. Such an approach will also consider a complemen-
tary hypothesis that incidence will decline significantly with the removal of

active untreated addicts who act as models and initiators for experimental
drug abusers.

Treatment

During the past few years, the most important new treatment research has
been the development of long acting methadone, LAAM, an alternative to metha-
done in the treatment of heroin addiction. Naltrexone, a narcotic antagonist
in the treatment of heroin addiction, provides another approach to treatment
which requires further testing. The efficacy of innovative treatments such
as biofeedback, behavior modification, and behavior therapy has yet to be de-
finitively assessed. Finally, there has been an effort to make greater use
of psychiatric skill and treatment in the management of the drug-abusing
patient.

Research Opportunities and Options

A necessary component of the overall research into drug abuse includes
studies which determine adverse effects of abused drugs on the physical and
mental health of the individual and the consequences of drug abuse on society.

The costs of drug taking to the individual and society are obviously so

clearly greater than the rewards, that many observers have argued that only
a metabolic aberration that overwhelms the normal biological and social con-
trol of behavior could account for the self-destructive behavior of addicts.
However, recent behavioral research strongly suggests that addiction is not

a unique phenomenon in the sense of depending on specific mechanisms relating
to drugs. Behavior engendered and maintained by the intravenous self-injection
of drugs in animals can serve as an experimental model for addiction in humans.
Moreover, in animal studies the processes involved in behavior controlled by
drug injection can be directly compared with those involved in behavior con-
trolled by other possible rewards. Results from such studies suggest that
addiction arises in part from the operation of general principles of the or-

ganization and control of behavior. Neither the drug, individual behavioral
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propensities, nor the environmental circumstances are crucial when considered

singly. Rather, the interactions of all these variables in concert are the

necessary prerequisite for addiction.

The idea that drugs or other things are sought because they produce eu-

phoria has been a widely accepted means of accounting for certain behaviors.
Research in both animals and man has shown this hedonistic theory is an over-
simplification that is misleading and untenable. Recent experimental studies

with monkeys have shown that even a severe electric shock will be repeatedly
self-administered by an animal that has had a particular history of exposure
to electric shock. Similarly, the abuse of phencyclindine by humans has

reached almost epidemic proportions and there is no evidence that this drug
produces euphoria. Simple exposure to a drug does not guarantee that an in-

dividual will become dependent. Rather, the individual may have developed a

tendency to take a drug because of a particular history of exposure to it.

Thus, an addict *s current circumstances may encourage drug taking while pro-
viding little support for alternative behavior that could successfully com-

pete with drug dependence.

This conception of addiction implies that there are conditions under
which an addict would use another drug or show a completely different kind of

excessive behavior, which might even be productively and socially acceptable.
Further research with this model should identify and explore the conditions
determining polydrug abuse and, more importantly, those determining the de-
velopment of more productive alternative behaviors.

The field of human behavioral pharmacology research can contribute sig-
nificantly to our understanding of addiction and drug dependence. Methodol-
ogies developed in pre-clinical settings can be applied to clinical problems
associated with drug seeking. Specifically, clinical studies of drug self-
administration should be undertaken to provide necessary information on the
relationship between a substance ^s reinforcing efficacy and its mood alter-
ing properties. Development and application of this combination of methodol-
ogies will provide new knowledge about the motivational properties of abuse
substances.

Recent behavioral toxicology studies have determined that little if any
toxic effect is observed after subchronic administration of high doses of
toluene or acetone to mice and rats. However, further studies on cats are
necessary so that cognitive deficits that may occur can be measured more
easily. Further studies on solvent mixtures have indicated that behavioral
tolerance to these mixtures can occur. On the human level, various charac-
teristics of solvent users have been identified (withdrawal, poor hygiene,
depersonalization) as well as certain cognitive and memory deficits such as
short-term memory and difficulties with abstractions,

A chronic inhalation toxicity study of marihuana smoke in rats suggests
a potential pulmonary health hazard in human smokers of marihuana that may
be different from that of tobacco smoking, in which males appear to be more
affected than females. Several new initiatives are being planned or are
underway to follow up this notion by well-controlled human studies.

R 224



1742

New studies have also shown that among certain groups of high school
students, marihuana smoking is associated with more depression, less achieve-
ment, more alienation, and more deviant behavior than in a control group
of non-smokers. Whether there is a cause and effect relationship here is

yet to be demonstrated.

There has been increasing concern on both theoretical and clinical
grounds that marihuana use may have more serious deleterious effects on an
individual when used during late childhood and early adolescence than it does
on the young adult who has been the subject of most marihuana research. Such
adverse consequences might be the result of a special vulnerability arising
from such factors as endocrinological changes, rapid growth, and immature ego
development, which are characteristic of this age group. Research is needed
which would focus on the special hazards of marihuana use for those from age
11 to 15.

Phencyclidine (PCP) , also known as "angel dust" or the "peace pill," is

a drug which until recently had only sporadic use, principally on the West
Coast. Its hazardous effects range from an inability to verbalize to a cata-
tonic stupor sometimes culminating in convulsions and death. A number of

particularly violent crimes have been attributed to PCP use. Despite wide
knowledge of its adverse effects and its generally bad street reputation,
many users are still attracted to it. Although its unpleasant effects may
prevent widespread continued popularity, PCP may have special appeal for dis-
turbed individuals. Many cases have been reported where a diagnosis of schizo-
phrenia was made for individuals who had recently taken PCP. This type of

reaction to the drug seems to occur in only a small percentage of those ex-

posed to it, but it does appear that certain individuals are at extreme risk
from this drug.

Our present knowledge of PCP’s adverse consequences is limited, but suf-
ficient to recognize that this drug poses a problem disproportionate to its
present level of use. New programs must be initiated to increase our under-
standing of the psychological and physiological effects of this drug as well
as its pattern of use.

Recent research has demonstrated in three species (rats, guinea pigs,

and rhesus monkeys) that amphetamines can produce irreversible changes in

brain chemistry and behavior. The implications have not been assessed, and

there are little or no clinical or pathological data to accord with animal
studies. Reseach on long-term effects should be increased with a variety of

different neurophysiological and neuropathological tests for those abusing
and being treated with this class of drugs.

LAAM may be developed as a standard therapeutic drug, after further
studies of efficacy and additional safety data on the incidence of adverse
reactions, side effects, and drug interactions are completed. Comparisons
of LAAM and methadone are essential.

Important recent evidence has suggested that another long-acting drug
related to morphine, buprenorphine, may have significant potential as a treat-
ment agent. In practical therapeutic terms, these characteristics of bupren-
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orphlne indicate that this compound has the potential for producing a psychic

effect that should be acceptable to addicts in treatment. It will require a

dose schedule less frequent than methadone and possibly as infrequent as with

LAAM. Buprenorphine appears to be significantly less toxic than other treat-

ment drugs and may even be non- toxic.

Further, buprenorphine appears to be capable of blocking the toxic,

euphorigenic, and physical dependence producing effects of self-administered
heroin or other narcotics. It will produce cross tolerance like methadone

but will also act as a competitive "blocking" drug like naltrexone. Finally,

buprenorphine appears to produce little if any physical dependence and main-
tenance therapy could therefore easily be terminated. Such new developments
keep moving along research for safer and more specific molecules in this

area.

During the past year, interest has developed in a comprehensive and prac-

tical approach to the treatment of the heroin-dependent person and drug abus-

ers that is based on theoretically sound knowledge of the psychiatric state

of drug-dependent persons and the psychodynamics of drug abuse and psycholog-
ical dependence. As mentioned earlier, research in this area has already
shown that many addicts suffer from depression and that treatment with anti-
depressants is of considerable value in treating drug addiction in these
patients.

A major research initiative concerns the application of behavioral tech-
nology to the development of new and more efficacious treatment modalities.
Specifically, behavioral principles derived from behavioral therapy approaches
can be utilized in conjunction with pharmacotherapy to maximize treatment suc-

cess in treating drug-dependent individuals. In particular, research on the

use of contingency contracting to motivate drug-dependent people to remain in

treatment would be of use to better evaluate the efficacy of pharmaco therapeu-
tic approaches to the remediation of drug seeking and dependence.

In this regard, the potential contribution of human behavioral pharma-
cology would be significantly enhanced if longer term funding could be pro-
vided and if adequate training resources could be provided. This should in-
clude targeted clinical research career development awards and centers of

excellence where such clinical behavioral pharmacological research could be
carried out.

Drug interaction studies have been performed on the effects of mari-
huana combined with secobarbital in human volunteers. Objective and subjec-
tive tests designed to measure mental and motor performance Indicated that
marihuana impaired stability, hand-eye coordination, and mental performance.
Secobarbital affected motor performance, manual coordination, and mental per-
formance, In combination, marihuana and secobarbital had an additive effect
on the subjective responses and impairment in certain psychomotor performance
tests. These studies also report on the effects of cannabidiol and tetrahy-
drocannabinol and methaqualone-induced sleeping time. Both cannainoids in-
creased the sleeping time induced by methaqualone. Research on the inter-
action of drugs of abuse with medically prescribed drugs, as well as other
drugs of abuse, must be initiated.

R 226



1744

Evidence is accumulating that licit and illicit drug use causes impair-
ment of driving and other complex human performance , and is responsible for
traffic accidents and deaths. Although alcohol alone or in combination with
other drugs is implicated most often in such accidents, the evidence now sug-
gests that marihuana and the central nervous system depressants are also re-
lated to this problem.

Research in this area presents technical difficulties, especially in
terms of measuring driving skills and relating these skills to use of dif-
ferent drugs at various dosage levels at differing periods following adminis-
tration. The characteristics of the driving drug user, which change with
time and often vary over short periods, vastly complicate the issue. Even
determining how many accidents are drug-related is difficult. An ancillary
problem is developing reliable, quick, and inexpensive assays for testing the
existence and level of different drugs in drivers. Ideally a "roadside test"
analogous to an alcohol breathing test would be developed.

During the past year, the effects of three drugs on driving performance
were studied: valium, marihuana, and secobarbitol. The data are still be-
ing evaluated, but deficits appear to occur following the use of all three
of these drugs. In FY 1978, librium benadryl, and methaqualone will be
studied, and in FY 1979, sedative hypnotics such as dalmane and doradin will
be evaluated. The effects of other drugs of abuse on performance is an area
of research which must be pursued.

Crime and Drugs

Crime is often cited as one of the costliest social consequences of drug
use, especially in regard to heroin. Several important new findings have
been reported during the last year. These can be summarized as follows:
(a) the period before entering into a treatment program is the peak period
for both drug abuse and criminal activity; (b) treatment programs are effec-
tive, at least for short-term considerations, in reducing both criminal be-
havior and drug use; (c) a strong correlation exists between crime rates and
the heroin problem index. In response to the need for more information in

this area, several new studies have been designed to study other elements of

the relationship between drugs and criminal behavior. For example, one study
is designed to assess the amount of unapprehended illegal activities among
addicts. This may help to answer, at least partially, the extent to which
addicts are responsible for the criminal activity in a community. Another
study will examine the economic behavior of street addicts. Of particular
interest is how much of the funds available to addicts are derived from crim-
inal activity and what proportion of these illegal funds are used for drugs
opposed to "normal" living expenses. Finally, an attempt is being made to

relate the intensity changes in drug use to levels of criminal activity. Part
of this effort will be to assess the extent to which supported employment is

beneficial in reducing both criminal activity and drug use.

In general, it can be concluded that all the abused drugs studied produce
effects on the neuroendrocrine system . The opiates and marihuana generally
depress LH and testosterone levels, which is manifested as disturbances in

sexual function commonly reported by users of these drugs. The actions on the
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other hormones are more variable, nor do they produce a readily apparent clin-
ical symptomatology. The effects produced by the drugs on these other hor-
mones may be reflected in more subtle changes, such as altered states of mood
and behavior, which may be correlatable with pituitary-adrenal function or

prolactin and growth hormone, as the latter reflect brain dopamine levels.

Continued use of some drugs markedly disrupts the normal function of the
hypothalamo-pituitary axis. Some of this dysfunction is directly correlated
with the altered amine ratios in the brain. The importance of studying the

effects of drugs upon the neuroendrocrine system stems from recent neuroen-
docrine correlations between pituitary function and biogenic amine activity.
Studies along these lines may provide further information relative to the

effects of drugs of abuse upon the biogenci amine system.

As stated at the outset, the support of basic behavioral, biological,
and sociologic research is essential to our understanding of the problems of

drug abuse. Targeted research for today’s problems, though essential, can-
not be allowed to supplant basic research which will generate more general
principles which may provide the solution to tomorrow’s problems.

In this regard, it is always dangerous to attempt to predict what par-
ticular areas of research will yield the most immediate and important results.
Few would have predicted the explosion of knowledge generated by the identi-
fication of the opiate-like brain peptides. The only strategy which can
maximize the changes of research payoff is to provide stable, long-term sup-
port to dedicated researchers. Support mechanisms for researchers, such as

the Alcohol, Drug Abuse,, and Mental Health Administration’s Research Scien-
tist Development Program should be increased. As well, research groups
showing a history of productivity should be established as centers of excel-
lence with guaranteed long-term support. In this manner, scientists from all
of the disciplines involved in drug abuse will be encouraged to enter and
continue working in this field.
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TREATMENT RESEARCH

INTRODUCTION

After a day of hard work on the farm, on a cold December 12, 1799, George
Washington suffered such extreme pain in his throat that he could hardly
speak. Three doctors were called in, and proceeded to blister his throat, ad-
minister an enema and bleed him three times, taking at least a quart of blood.
Despite these efforts, he died less than 48 hours after the development of

the initial symptoms (December 14, 1799). Indeed, regardless of these mea-
sures, and possibly because of them, a similar fate was shared by many unfor-
tunate enough to suffer a severe infection. Doctors lacked the medicine to

prevent death from infection. They had no effective treatments nor did they
have any understanding of the illness which might be useful in securing appro-
priate means for prevention. Those treatments in use could not be examined
as to efficacy, and poor, even harmful remedies were as avidly practiced as

even those of relative utility.

Medicine has changed greatly since that time. Prevention of many di-
seases is now possible through immunization and other techniques. The de-
velopment of the technology to discover and to improve upon available treat-
ments, coupled with the growth of basic science has enabled physicians to

effectively obtain answers to many clinically important questions. Unfortu-
nately, treatments in psychiatry of the serious mental illnesses: mania, de-

pression, shcizophrenia, and organic psychosis long remained as primitive as

that received by George Washington for his fatal infection.

Until the fourth decade of this century, no effective treatments were
available for the major psychiatric disorders. However, advances in the
sciences underlying general medical practice had previously had an impact
upon some disorders. Nutritional dementias were identified and their treat-
ment established. There was a growing understanding of the cause and patho-
physiology of syphillis and syphillic dementia. Various treatments were
available which had some effect upon this once major crippling illness, but
truly effective treatment would await the introduction of the antibiotics.
The schizophrenic, depressive and manic disorders were, at best treated with
non-specific and ineffective therapies.

TREATMENT EFFECTIVENESS

The development of effective treatments in psychiatry over the past 40

years both reflects and stimulates a broadening and deepening of the basic
science base which underlies practice. Research upon treatment effectiveness
and service delivery is applied research. It examines current practice and

innovations in practice; it explores how well we treat what we cannot prevent.

Examining treatment effectiveness demands clarity about the nature of the

condition being studied. Can it be consistently and reliably identified? Is

its natural history clear? How many will recover without treatment; how many
will die; how many will be chronically ill? Research in this area also re-
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quires identification of relevant and specific outcomes. Does a treatment
procedure change mortality rates; days hospitalized, symptomatic status,

functional status? Does treatment have deleterious side effects? Is treat-
ment influenced by the context in which it is delivered or by whom delivered?

As treatments have become more sophisticated, so too have the methodol-
ogies for studying them. To discover if a particular treatment really works,
or if one treatment is better than another, investigators attempt to do con-

trolled studies . That is, the variables which might influence outcome are

matched in so far as is possible among treatment subgroups. Thus, patients
receiving differing treatments or patients in studies in which some receive
treatment with an active agent and others, a placebo are matched as, for

example, to age, sex distribution, race, diagnosis, severity of illness. If

at all possible, subjects are randomly assigned to treatment subsamples to

further control for bias in assignment. Another major methodological tech-
nique is the double-blind design . In this situation, neither the patient nor
the doctor knows which patient receives what drug. This eliminates possible
effects on the outcome associated with patients receiving treatments which
are highly esteemed or, alternately, not valued, or even feared. More impor-
tantly, it also eliminates bias in the physician who evaluates the course of

treatment.

In our review of research upon treatment effectiveness, we have utilized
those studies that are most rigorously controlled, and where, in so far as
possible, random assignment and double-blind methodologies are utilized.

THE PSYCHOSOCIAL THERAPIES

Psychoanalysis, psychotherapy, and its proliferating variants are some-
times synonomous in the public mind with psychiatric treatment. Yet it often
seems there is nothing absolute about the goals of these therapies. Stan-
dards of well-being and social effectiveness in our society are changing, and
new "brands" of psychotherapy are touted to respond to these aspirations.
The boundaries of the psychosocial therapies, therefore, seem to be expanding
without limit. Psychotherapists are expected to do more than treat mental
disorders; positive mental health is the new cry, presumably marked by "self-
actualization," growth, and even spiritual oneness with the universe. The
problems brought to the therapist are no longer simply individual internal
conflicts, but problems of interpersonal and family relationships and recently
even problems with society and its institutions.

The credentials for practicing these therapies have broadened—some
would say lowered. Once the almost exclusive domain of specialist physicians

—

the psychiatrist and psychoanalyst—psychosocial therapies are now offered by
licensed clinicians from the disciplines of clinical psychology, psychiatric
social work, and psychitric nursing. Some States license additional practi-
tioners under titles such as "marriage and family counselor." State licens-
ing is now generally required for engaging in the private practice of the
psychosocial therapies. In institutional settings counseling and other psy-
chosocial interventions are also carried out by the paraprofessional, the
nonprofessional, and even former patients. The use of former patients ("it
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takes one to treat one" is the slogan sometimes heard) is especially common
in the treatment of drug abusers, alcoholics, criminals, and delinquents.

New schools of the psychosocial therapies arise as articulate therapists
publish their ideas on improving the treatment, ameliorations, or management
of the problems being brought to therapy. Most of these schools can be seen
as belonging to one of four major groups: psychodynamic, behavioral, human-
istic, or transpersonal.

The psychodynamic therapies , of which psychoanalysis is a particularly
intense and extended version, also include briefer forms. All focus on under-
standing the patient ^s unconscious conflicts, and helping the patient to be-
come aware of these conflicts and experience and the associated emotions, so

that sjnnptoms and self-defeating behavior patterns that arise from unconscious
conflicts can be replaced by more conscious and mature life choices. The
psychodynamic therapies often use the relationship that the patient tries to

establish with the therapist to illustrate to the patient the ways in which
unconscious conflicts derived from the patient’s past still operate to affect
current behavior.

Behavior therapy has largely drived from the study of learning processes
in the psychology laboratory. The "problem" is defined very- concretely in

terms of specific behavior that the patient or society consider to be undesir-
able, and the treatment aims to change the frequency, intensity and appro-
priateness of these specific behaviors. While behavior therapy can be con-
sidered in this context as a general approach, or school, of the psychosocial
therapies, behavioral methods have been applied to a variety of health and
educational problems beyond what is usually considered the domain of the psycho-
social therapies. "Behavior therapy" as such, however, includes such tech-
niques as operant conditioning, systematic desensitization, assertiveness
training, aversive conditioning, token economies, and modeling. The popular
procedure of biofeedback is also associated with behavior therapy and has
potentially useful application with certain psychosomatic disorders.

Humanistic therapy encompases a broad variety of techniques. Its practi-
tioners reject what they view as very limited conceptions of human nature im-

plied by psychod 5mamic and behavioral therapies. Humanists believe that a

person’s need for self-actualization is paramount, and that failure to attain
an individual’s potential of "higher" motives and capacities is what usually
leads to emotional distress. To help people achieve a more satisfying ful-
fillment of their potential (in contrast to "treating" their "disorders"),
the therapy aims to increase people’s general sensitivity to their own and

others’ feelings, in order to promote warmer interpersonal relationships and

improved ability to perceive, intuit, and create. Rejecting the psychody-
namic view that certain natural impulses must be frustrated and redirected to

attain maturity, the humanistic therapy experience is often designed to be

warmly involving and to enhance self-esteem rather than to be demanding or

stressful. Client-centered therapy and gestalt therapy are well-known human-
ist therapies; also included are various "growth" groups: the encounter group,

T-groups, sensitivity groups, and many others.
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The transpersonal therapies are perhaps the farthest from the "medial
model" of treating patients who suffer from a disease or disorder. Unlike
the humanists, they do not limit their goals to individual personal growth
or actualization. Transpersonal therapies try to help people transcend or-

dinary waking consciousness and attain psychial and mystical levels of ex-

perience. Many incorporate aspects of various religious traditions as well
as meditative or martial disciplines from the Middle East and the Orient.

Some common variants include Arica training, the Gurdjieff method, Zen, psy-
chosynthesis, yoga, Sufism, Buddhism, and transcendental meditation.

This brief description of psychosocial therapy viewpoints glosses over

major differences and understates the complexity of current practice, at

least as it is offered to an affluent urban segment of our population. Over

130 variants of these therapies have been identified, and more are proclaimed
every year. Since society does not require any proof of their effectiveness,

or even their safety, for them to be offered to the public, some have com-

pared the private psychosocial therapy marketplace to an earlier era of the

uncontrolled marketing of patent medicines. Of more immediate national con-

cern, however, is the effectiveness and the role of psychosocial therapies
in the treatment of moderate to severe psychiatric disturbance, where treat-
ment is frequently supported by public funds or insurance reimbursement.

Research on the Effectiveness of Psychosocial Therapies

The great variation in the goals of the psychosocial therapies has creat-
ed severe problems for controlled research on their effectiveness. As with
all mental health care, it is now generally agreed that research on psycho-
social therapies must recognize multiple dimensions of outcome. The relative
importance accorded a particular aspect of treatment outcome varies among the
multiple constituents of mental health care. Nevertheless, there are four
general outcome goals that must be respected, even though they may sometimes
be in conflict:

1. Health goals : the prevention, amelioration, or elimination of the
s}niiptoms of physical, mental, and emotional disorder.

2. Rehabilitation goals : the maintenance or restoration of age-appro-
priate performance of work, school, and family roles.

3. Humanistic goals : enabling persons, families, and groups to satis-
fyingly fulfill their human potential.

4. Civil rights goals : protection of the community from dangerous or
harmful behavior; protection of patients from arbitrary incarceration or
unnecessary loss of freedom, and from harm produced by the treatment itself.

In attending to these goals in research on the psychosocial therapies, it
helps to gather several viewpoints on these outcome dimensions. The thera-
pist's viewpoint is the easiest to obtain, but too often has been the sole
source of outcome information. It is important to include the patient’s own
viewpoint, and also the judgments of an independent interviewer. These can
sometimes be supplemented with the views of a family member or close assoc-
iate. These judgments are gathered at the beginning and end of treatment.
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and ideally gain some time after the end of treatment. For this information
to have value as scientific evidence about the effectiveness of the treatment,
the same information must be gathered for an equivalent comparison group that
receives some different treatment, a minimal pseudo- treatment , or no treat-
ment.

There have now been over 500 comparative studies of psychotherapy out-
come. While many do not meet the design standards suggested in the previous
paragraph, the quality of these studies has been steadily improving. Several
scholars have carefully reviewed and summarized the collective findings from
this extensive research endeavor. For example, one review published late in

1977 examined 375 of the best studies, statistically comparing the degree of

treatment effectiveness found for various psychosocial therapies and relat-
ing this to the type of patients treated and other factors. Other reviewers
have taken an equally comprehensive but more qualitative look at these studies.

The studies included in these reviews have not examined the entire range
of psychosocial therapies discussed at the beginning of this section. They
tend to focus on widely practiced and established forms of psychotherapy and
counseling. Two reviewers used this definition:

Psychotherapy is taken to mean the informed and planful .application
of techniques derived from established psychological principles, by
persons qualified through training and experience to understand
these principles and to apply these techniques with the intention
of assisting individuals to modify such personal characteristics as

feelings, values, attitudes, and behaviors which are judged by the
therapist to be maladaptive or maladjustive.

Not included in this definition are drug therapies, hypnotherapy, biblio-
therapy, occupational therapy, milieu therapy, counseling by paraprofessionals
or nonprofessionals, "growth" groups of all types, consciousness-raising
groups, or psychodrama. Little or not research is available on the transper-
sonal therapies (except for transcendental meditation) , but representatives
of the psychodynamic, behavioral, and humanistic therapies have received con-

siderable attention. Treatments lasting over 1 year are poorly represented.

Several overall conclusions have emerged from these reviews. Comparing
any psychotherapy to no treatment, 60 percent to 80 percent of the studies
showed significantly better outcomes in the treated group than in the control
group, while the rest of the studies failed to find a treatment effect. On
the average across all the studies, the typical psychotherapy patient shows
more improvement than do 75 percent of control patients. In other words, the
accumulated weight of evidence has shown that psychotherapy, at least in most
situations, has a detectable positive effect among those treated. While
treated patients often improve a great deal during psychotherapy, so do many
control patients; relative to these changes, the added benefit from psycho-
therapy, while detectable, is modest.

The modest degree of benefit that so far has been demonstrated may re-
flect the fact that the studies include combinations of patients and inter-
ventions that are relatively effective, along with others that are less effec-
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tive or ineffective. The studies generally show that psychotherapy yields

greater benefit with patients who are highly motivated, experience acute dis-

comfort, show a high degree of personality organization, are reasonably well

educated, have had some history of social success and recognition, are re-

flective, and can experience and express emotion. Some studies have shown

greater effectiveness when patient and therapist are of similar ethnic group,

age, and social level.

The form of therapy has shown surprisingly little general relationship

to effectiveness. There has been an insufficient number of studies compar-
ing specific ideological schools with each other to draw any firm conclusions.
However, there have been about 50 studies that have compared behavioral treat-
ments to either psychodynamic or humanistic therapies. In this group of

studies behavioral' therapies were found, on the' average, to be no more or less,

effective than nonbehavioral therapies. Where particular studies showed dif-
ferential effectiveness at the end of treatment, these differences tend to

disappear with time following the end of treatment. Several studies have
compared group to individual psychotherapy, and have generally failed to find

differences in effectiveness. This issue should be examined further, since

group therapy can be less expensive.

It may be that different forms of therapy show similar effectiveness be-
cause they all share important, but non-specific common features which in-
clude: an emotionally charged relationship with a helping person; a plausible
explanation of the causes of distress; provision of some experiences of suc-
cess; and use of the therapist’s personal qualities to strengthen the patient’s
expectation of help.

These general results have been found with the heterogeneous patient
clientele that seeks psychotherapy. It is possible that specific psychosocial
approaches will be found most effective when more homogeneous groups of

patients are studied. One example that is emerging from current research is

that behavior modification appears to be particularly effective with specific
classes of phobias, some forms of compulsive or ritual behavior, and some
sexual dysfunctions. Behavior therapy has also been shown to produce rapid
improvement in addictive disorders such as alcoholism, drug, abuse, obesity,
and smoking, where the other psychotherapies are untried or have not been
found to be effective. However, these rapid changes are usually not main-
tained, with relapses occurring in most cases. Other recent studies have be-
gun to explore specific forms of psychotherapy with depressed and schizophrenic
populations. Social learning therapy has been described as effective with
chronic schizophrenic patients who had a history of limited social and occu-
pational function. Cognitive therapy has been demonstrated to be useful in
depressives. Such studies need refinement and replication.

Some research suggests that the psychosocial therapies can have important
negative instead of positive effects on some people. An important example was
a large scale, careful study of people who suffered psychological harm during
encounter groups (led by acknowledged experts). The incidence of casualties
was disproportionately high among clients of ’’charismatic" therapists whose
style included aggressive, impatient, and challenging confrontation techniques.
It may be that such tactics carry greater risk in psychosocial therapy, or
with particular subgroups of patients.
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I

Areas of Research Opportunity

One can almost hear an audible sigh of relief among research investiga-
tors as it begins to appear that the effectiveness of the psychosocial thera-
pies can be detected scientifically. Many professionals, while confident
that these therapies are effective under the right conditions, fear that the
improvements sought are too elusive for current research methods even when
they are very important to the patient. This may still be the truth of the
matter. Certainly the outcome criteria for "growth," "self-actualization,"
and the attainment of transpersonal levels of consciousness remain ambigous,
making it very difficult to measure them objectively. In the past few years,
through the leadership of the National Institute of Mental Health, there has
been an attempt to identify a core set of outcome measurement tools that have
worked well in past research. An important research issue at present is the
development of additional measures for the treatment goals not covered by
existing measures. Equally important is the widespread use in treatment re-
search of a comprehensive core of measures so that results can more easily
be compared between studies.

Research attention is shifting away from the general question, "Are the
psychosocial therapies effective?" Investigators are now turning to the com-
parison of specific therapeutic interventions for more narrowly defined
treatment goals or groups of patients. This is challenging both clinician
and researcher to specify more clearly how traditional or innovative thera-
pies should be applied to specific treatment problems and to develop ways to

assess whether treatments under study are actually carried out as intended.

Several promising areas of research on the psychosocial therapies have
been mentioned in the chapters of this report that discuss particular psychia-
tric disorders. In both schizophrenia and the major affective disorders,
much needs to be learned about the interaction of chemotherapy and specific
psychosocial approaches. Behavioral approaches to phobias and compulsive
disorders show promise for early payoff from further research. In all dis-
orders that have a prolonged or relapsing course, much needs to be learned
about the place of psychosocial therapies on complex care systems that may
include chemotherapy, opiate maintenance or detoxification, various residen-
tial or day treatment programs, vocation rehabilitation, and even periodic
involuntary incarceration.

THE PSYCHOPHARMACOLOGICAL THERAPIES

The Antipsychotic Agents; Drug Effectiveness

The discovery of chlorpromazine in 1952 profoundly altered the treatment
of schizophrenia and, as a consequence of this and other discoveries, psy-
chiatric treatment is radically different today than it was 20 years ago. In-

deed, even our way of thinking about psychiatric illness is radically dif-
ferent. French psychiatrists administered chlopromazine to schizophrenic
patients and observed profound beneficial effects. The drug appeared so

highly effective that it soon became extensively used throughout the world.
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Several years after chlorpromazine was discovered, investigators per-

formed carefully executed, double-blind studies to evaluate the effective-

ness of chlorpromazine. Perhaps the most important of the controlled clin-

ical studies was an extensive series of double-blind trials initiated by the

National Institute of Mental Health and the Veterans Administration. Of par-
ticular importance was the study of the effectiveness of three antipsychotic
drugs vs. placebo, in patients with acute schizophrenia. Approximately 60

percent of the patients were helped substantially by antipsychotic drugs.

These patients made a good s 3nmptomatic recover by 6 weeks, the period of time

for this study. They were able to return home, either completely or almost
completely recovered. For purposes of contrast, these findings should be
placed in the context of the history of studies of schizophrenia, prior to

the discovery of psychotropic drugs. These studies show that a fair propor-
tion of schizophrenic patients became worse after entering the hospital.

The major figures of psychiatry during this period characterized the course
of schizophrenia as one of deterioration. Indeed, many schizophrenics be-

came symptomatically worse after entering the hospital; over the course of

months they continue to run a downhill course until eventually they stabilize
with a very severe schizophrenic illness. In the aforementioned study, al-

most 50 percent of the schizophrenics treated with placebos continued to get

worse. It should be noted that almost no patients in the drug treated group
deteriorated. Hence, the antipsychotic drug seemed at least to check deterior-
ation, even in schizophrenics whose outcome was expected to be poor, and it

produced a marked improvement in 60 percent of schizophrenics.

In another controlled study, improvement was observed in almost 75 per-
cent of the patients who received antipsychotics. In contrast, an absence
of improvement was noted among those maintained on an active placebo, pheno-
barbitol. These results were validated by another study where 50 percent of

those administered antipsychotic drugs showed a favorable response compared
to only 8 percent of those individuals given an inert placebo. From among
238 newly admitted patients, it was reported that there was a 35- to 40-per-
cent reduction in the psychotic symptom ratings of those who had received
treatment as compared to a meager 6 percent decrease for those who had not
received such treatment. Similarly, from a patient population of 640 new
admissions, it was found that there was a 40- to 50-percent decrease in the
in the ratings made for individuals administered antipsychotics in contrast
to a 7-percent decrease for those who were not.

A related treatment issue concerns the dangers attendant on the failure
to treat patients for an extended period of time. In most studies, includ-
ing the ones discussed above, patients are assigned to a placebo group for
only a short amount of time, usually no more than 5 or 6 weeks. It would
be unusual to have a study in which patients could be drug-free for a period
approaching 6 months to a year. The principal evidence as to whether or not
there is any danger associated with a failure to provide treatment for an ex-
tended length of time comes from a single investigation. This study aimed
to assess and contrast the clinical outcomes of patients given antipsychotic
drug treatment alone, psychotherapy alone, and drug therapy in combination
with psychotherapy. To this end, the appropriate groups of individuals and
a control group, consisting of patients who received neither drugs nor psy-
chotherapy, were established. The major findings to emerge were that there
was a marked, initial improvement in those patients receiving drugs in con-
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trast to those not receiving drugs and that even under subsequent drug admin-

istration, the initially untreated patients still showed substantial impair-
ments in functioning as long as 5 years after the initial study.

Since these early double-blind studies, there have been several hundred
controlled trials of antipsychotic drugs. In addition new instruments have
been developed which help to quantify the severity of schizophrenic illness,
and to quantify the improvement produced by drugs. They also mark the de-
velopment of a technology of evaluating therapeutic efficacy.

These newer studies have illuminated the specific effects of antipsycho-
tic drugs. Initially, it was thought that these drugs were tranquilizers,
that they produced a sort of happy sedation, or pleasant tranquility. In

point of fact, the drugs ^ not produce feelings of this sort. Their psycho-
logical effect is actually slightly unpleasant. There is a complete dis-
association between the sedative properties and the therapeutic properties.
Pure sedatives have no effect on schizophrenia, beneficial or otherwise. An-
tipsychotic drugs which have significant sedative properties are equally as

effective as anti-psychotic drugs which are neutral on the sedation-activation
dimension.

It is possible to look quantitatively at how drugs act or more specifi-
cally what changes in symptom patterns they produce. It is clear that the

antipsychotic drugs reduce symptoms typical of schizophrenia. They reduce
hallucinations, delusions, bizarre posturing, extreme withdrawal, etc,

A major advance in the psychology of schizophrenia was the work of Bleu-
ler who noted that a common denominator of schizophrenic pathology was a dis-
order in thinking. It follows, therefore, that it would be important to de-
termine if antipsychotics affect not only schizophrenic symptoms, but also
this postulated fundamental thought disorder. This topic has not been in-

vestigated in depth, A newly developed study has been used to evaluate the

types and degree of thought disorder found in newly admitted schizophrenics
during a drug-free washout period and at several times during drug treatment.
They observed that patients improved noticeably with antipsychotic drug treat-
ment, When patients were acutely ill, during the drug-free washout period,
they exhibited marked thought disorder; this improved with drug treatment.
The rate of improvement was very similar to that shown in the improvement of

more commonly investigated psychiatric symptoms.

Early in the assessment of treatment with chlorpromazine clinicians noted
that many patients would relapse. They would recover from their schizophrenic
illness, but within 1 or 2 years would suffer a second episode. To test the

hypothesis that maintenance medication can prevent relapse, 25 double-blind
studies have been performed. The consistent result of all these studies is

that maintenance medication prevents relapse.

Clinical Pharmacological Studies . A whole new field has developed in

psychopharmacology as a consequence of the widespread use of these new and

effective drugs. This field involves studying how the drugs are handled in

the body to gain information about how better to use drugs. Closely connected
with this field of endeavor is the study of how one drug may influence another
drug. If all patients handle drugs in essentially the same way, then patients
could be given a constant dose and drug therapy would be greatly simplified.
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Unfortunately, nature is never as simple as could be hoped. Different
patients handle drugs in the body quite differently, so drug treatment must
be individualized for each patient. In individual patients given identical
doses of either tricyclic antidepressants or chlorpromazine, there results
marked differences in drug plasma levels. There is also a marked variation
in chlorpromazine levels in different patients on the same dose. Furthermore,
there are reports of patients who had no clinical response and have very low

drug plasma levels. It was hypothesized that the reason these patients didn’t
show the usual therapeutic effects was because they were very fast metaboli-
zers and had very low plasma levels and hence very low brain levels of the

drug. These observations have been subsequently verified in a number of

studies which show that the nonresponders among newly admitted patients are

those who have low red cell levels of phenothiazines. Although most patients
recover either completely or substantially with antipsychotic drug treatment,
there are a few who are extremely treatment resistant. These patients are
often transferred to chronic care in a State hospital or nursing home.

It would be reasonable to suppose that some of these patients might be
very fast metabolizers and have plasma levels that are too low to be thera-
peutically effective. It would be sensible, therefore, to study plasma drug
levels of nonresponding patients. In doing so it was found that these patients
have drug plasma levels 80 percent lower than normal. There are also, from
time to time, patients who have no drug response and no side effects on an
ward for acutely ill patients. These patients also have been shown to have
extremely low plasma levels 80 percent lower than the usual plasma levels
seen in acute treatment hospitals. Thus, there is some indication that dif-

I

ferent patients metabolize antipsychotic drugs at markedly different rates.
Fast metabolizers may have very low plasma levels and hence low brain levels
and may not respond for this reason. The next logical step would be to treat
them with higher than normal doses to see if they could have a good therapeutic

I

response. This research has not been done yet. The plasma level and thera-

I

peutic efficacy story is just breaking with respect to antipsychotics. It

I

is hoped that as more is known about how each individual patient metabolizes
I a drug, a given patient can have his dose adjusted and that this individuali-

I

zation of treatment may lead to a higher percentage of patients responding.

Side Effects . The antipsychotic agents currently in use all produce a
|i wide range of side effects. Many patients are discomforted early in treat-
ment by Parkinsonian-like effects, and complaints of blurred vision, dry

ji mouth, etc. Recently clinicians have reported that between 5 and 40 percent
|i of chronic patients on long-term antipsychotic medication develop a syndrome

of Tardive Dyskinesia with facial movements (lip smacking, tongue protrusion)
and movement of the extremities. In many cases, this condition seems related

P

to the total amount of injested medication, as well as to underlying neurolog-
ical disease. Some of these cases do not seem responsive to current treat-

: ment.

i

New studies have demonstrated that medication levels can frequently safe-
ly be lowered in the treatment of patients with chronic disease and have re-

' asserted the principle that patients should be treated with the smallest effec-
tive does.
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The Antidepressants; Drug Effectiveness

Depression is a coiranon and crippling disease. Two to three percent of

individuals in the population become seriously depressed at some time during
their life, and as much as 20 percent can be expected to suffer periods of

minor depression. In its most severe form, patients may experience recurrent
episodes of either severe depression, or socially disabling mania. Five to

fifteen percent of patients who experience severe depressive disorders have
been shown to successfully commit suicide. This disease carries a substan-
tial motality risk.

In 1957, two effective antidepressants of different chemical classes were
discovered; the monoamine oxidase inhibitors and the tricycle antidepressants.
Not all patients respond favorably to these antidepressants; some do not re-
spond at all. Others have a partial response, indicating a clear need for
more effective drugs. Because a substantial number of patients demonstrate a

recurrent form of the disease, the prevention of these relapses becomes a

foremost goal of treatment programs.

In recent years, there has been an increase in our understanding of the

biology of depressive disorders. There are now believed to be two varieties
of depression: unipolar depression and bipolar depression. ' Unipolar depres-
sives have episodes of recurrent depressions, while bipolar depressives have
episodes of both mania and depression. It is quite unlikely that these two
varieties are genetically distinct.

Controlled studies demonstrate that the tricyclic antidepressants sub-
stantially benefit depression. In reviewing the literature on the effects of

tricyclics, we find that about 70 percent of these patients have a good re-
covery with tricyclics. Many have a complete recovery, others have a partial
remission. It is estimated that some 30 to 40 percent of these patients
would recover during the same period of time if treated with placebo; the tri-
cyclic antidepressants roughly double the chance that a patient will recover.
This change is certainly notable clinically. In the last 20 years, long hos-
pitalizations for depression have been markedly reduced. Many of these for-
mer admissions are now managed by tricyclic antidepressants on an outpatient
basis.

Depression is the most common of the major psychiatric disorders, and
tricyclics are an effective treatment. However, 30 percent of all depressed
patients show no significant response. In addition, some 70 percent of those
who are helped do not make a full recovery. There is clearly a need for

better treatments for depression.

Several studies have been done of the monoamine oxidase inhibitors. These
drugs produce a greater number of side effects, some of which can be severe,

and they are also generally less effective. However, investigators are now
searching for clinical and biochemical markers which may predict response to

a specific class or type of drug. Such work is at the boundary of clinical
and basic research and shows promise for more effective practice.
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Clinical Pharmacological Studies . Investigations of plasma level versus
therapeutic efficacy have been studied with respect to the tricyclic antide-

pressants. In general studies have demonstrated that many patients who do

not respond therapeutically have low plasma drug levels in spite of apparently
adequate intake of the drug. Some patients respond therapeutically to in-

creasing drug levels. However, in some studies, with some tricyclic drugs,

plasma levels that are too high may inhibit therapeutic response. Thus know-
ledge of plasma drug level may be of direct clinical importance. A low plasma
level in the face of apparently adequate dosages may lead to increased dosage.

On the other hand, a failure of clinical response in the face of an adequate
plasma level should caution one against increasing the dosage, since increas-
ing plasma levels increases the risk of side effects.

Research in this area is well begun but needs extensive development. We
need to know more about the relationship of side effects, efficacy, and plasma
levels for a host of tricyclic drugs before the findings can routinely be used
in clinical practice.

The clinical psychopharmacology of the monoamine oxidase (MAO) inhibitors
is less well investigated. It is clear that different people manifest a dif-
ferent degree of monoamine oxidase inhibition. In those patients where the
drug produces a stronger biochemical effect when given in a fixed dose, there
is a greater likelihood of clinical improvement.

It has been shown that different patients have different degrees of MAO
inhibition so that individual differences determine the effect of the drug
and one has to adjust the dose individually.

Side Effects . It is becoming increasingly apparent that the tricyclic
drugs can cause adverse reactions in elderly patients who have certain types
of heart problems. Since depression is common in the elderly, and there is
a very high prevelence of cardiac disease as well, this is a clinically im-
portant problem. We are beginining to understand that tricyclics can be bad
for the heart, but more important, the link between certain types of pre-
existing cardiac conditions and tricyclics is being made clearer. Hence, we
are beginning to identify under what conditions trouble may occur and we may
be beginning to learn how to prevent it.

A consequence of any medical advance is the appearance of side effects
or new syndromes associated with the new treatment. These new drugs do have
their complications and we must learn how to present or treat the complica-
tion.

Lithium; Drug Effectiveness

The discovery of the usefulness of lithium in manic-depressive illness
was serendipitous. Following initial reports of its efficacy, rigorous con-
trolled studies have confirmed its role in the treatment and prophylaxis of
manic-depressive illness.

It has been reported that after 5 months patients who continued to re-
ceive lithium experienced no recurrence of their illness whereas over half of
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the patients whose medication was discontinued suffered a relapse. These
differences have been confirmed by independent studies.

A central issue in the study of lithium prophylaxis for affective dis-
orders is its effectiveness in the two major forms of depression. These two
forms have come to be referred to as bipolar depression and unipolar depres-
sion, Bipolar depressives are characterized by alternating periods of depres-
sion and mania. In contrast, unipolar depressives show no evidence of prior
manic episodes characterized by grandiosity, excitability, or hyperactivity.
Their affective states vary only between normal levels and episodes of depres-
sion. These two disorders are distinguishable genetically as well as phenom-
enologically. Bipolar patients most frequently come from families with a

history of bipolar disorders, while unipolar patients usually include unipolar
disorders in their family histories. Moreover, as has been discussed previous-
ly, the preferred treatment for the unipolar depressed patient is some form
of tricyclic antidepressant. Prophylactic use of tricyclics has some demon-
strated effectiveness in preventing episodes of depression in both bipolar
and unipolar depression. It, however, does not prevent manic episodes in

bipolar states and may even encourage their appearance. In contrast, lithium
prophylaxis is useful for both bipolar and unipolar depression.

Clinical Pharmacological Studies . Lithium is a very effectice treatment
for mania. It is also a potentially toxic drug. Problems associated with
toxicity were identified when lithium was first used in Australia. Very high
plasma levels can lead to severe toxicity and death. The practical use of

lithium has been made possible through the easy assessment of plasma levels
of lithium available with the techniques of flame photometry. This allows
the clinician to avoid toxicity by keeping the dose in an affective, yet safe
range. The correlation between plasma levels and effectiveness in only
approximate, but it does allow the physician to avoid very high plasma levels
which produce toxicity. It has been recently discovered that the amount of

intracellular lithium, rather than the lithium concentration in the surround-
ing plasma, may be important and that there are physiologic mechanisms which
control how much lithium gets inside the cell. It may be that the red cell
lithium may be a better monitor of ensuring physiologic events than plasma
lithium. This is not as yet widely researched, but it is an interesting lead.

The Minor Tranquilizers; Drug Effectiveness

In practically all cultures, man uses sedative drugs to calm anxiety.

Alcoholic beverages often are used this way, but there are a variety of

other substances which serve this purpose. In Western medicine, barbiturates
have been used for many years as antianxiety agents. More recently the minor
tranquilizers, such as Librium and Valium, have been introduced and have some

distinct advantages. For a given amount of sedation they generate a greater
antianxiety effect. This holds out the promise of developing antianxiety
drugs with minimal sedative effect.

The minor tranquilizers have been tested in hundreds of double-blind
controlled studies, and they are clearly effective in relieving anxiety to

a greater extent than placebos.
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Drug Toxicity . These drugs are much safer than the barbituates in that

they have a much lower liability for abuse and they have a lower toxicity
when taken in an overdose. In addition, they do not induce liver microsomal
enzymes in man. Although they have many relative advantages, there are many
problems with these drugs. For example, there are some bad interactions
where one drug interferes with the action of another drug. This problem
occurs with both the barbiturates and the nonbarbiturate minor tranquilizers.
Moreover, since these drugs are taken and are available to the general popu-
lation in great numbers, they can be used to commit suicide, and in some cases
patients can become addicted. There is one study which suggests that there

may be very sudden withdrawal symptoms occurring in patients or normal doses

of Librium for 20 weeks.

Much more needs to be known about these drugs. Since they are widely
used we need to discover for what reasons they are prescribed and to what ex-

tent these are reasonable and normal uses for the drugs. We must also deter-
mine if indeed these drugs help the patient and eliminate those situations
in which they may be overprescribed. Such knowledge will thereby cut down
on over-prescription. We do know from controlled studies that these drugs
have been correctly used. The crucial area for investigation involves bridg-
ing the gap between uses which have been demonstrated to be effective in
controlled studies and comparing how doctors actually use these drugs, thus
assuring that they are correctly used. In short: although they are less
toxic and have less liability for abuse than barbiturates, there is still
some liability for abuse.

CLINICAL PHARMACOLOGY

The development of more effective therapies and concomitant concern
with drug side effects and possible toxicity has led to rapid development of

the field of clinical pharmacology and research within the area. The work
in this field has significant potential for improving patient care.

We have already commented briefly on some studies in regard to the anti-
psychotic agents, the antidepressants, and lithium. Since this field is just
beginning to expand in importance, some further comment about current and
potential utility is warranted.

One example of the clinical utility of plasma drug levels is provided

by the observation that alcoholic patients metabolize minor tranquilizers
very slowly and hence are much more at risk to build up alarmingly high plasma
levels while receiving usual doses of the medication. Elderly people meta-
bolize drugs slowly. Knowing such factors allows the clinician to make proper
dose adjustments, watch out for side effects, and to clarify his understand-
ing of what is going on with each individual patient handling his drug in an
individual way. For example, a clinician would be alerted to the possibility
of a greater than normal effect of a drug such as of a minor tranquilizer in
an alcoholic and would be aware of the need to use lower than normal dosages
in the elderly.

Clinical psychopharmacologists are also concerned with the way in which
metabolism of one drug affects metabolism of a second. The most dramatic of
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these so-called drug-drug interactions occurs in the borderline areas of psy-
chiatry and general medicine. For example, patients are very frequently pres-
cribed sleeping pills in the hospital so that they can sleep in spite of the

noise and discomfort. Patients who may have anticoagulant treatment after a

heart attack or stroke have the dose of anticoagulants adjusted based on
laboratory results reflected plasma levels and other factors which govern how
the body handles these oral anticoagulants. Since the patient is taking these
sleeping pills, enzymes in the liver are stimulated which metabolize a variety
of drugs faster. Sleeping pills can change the rate at which the liver meta-
bolizes oral anticoagulants. Thus, the dose is adjusted by the doctor based
on an abnormally fast drug metabolism because of the other drug. When the

patient goes home, he may no longer take sleeping pills and liver metabolism
of the anticoagulant slows down to a normal rate. At that point, a given
oral dose will produce a much higher plasma level. Anticoagulants under these
conditions build up to high levels in the blood and produce too much anti-
coagulation. As a consequence, patients can begin to bleed and even bleed
to death. A clinical disaster may result. This is perhaps the most dramatic
and one of the most dangerous of the so-called drug-drug interactions.

There are many drug-drug interactions of importance to psychiatry. These
take place when one drug interferes with another’s metabolism; or when one
drug interferes with how another drug moves through the body; .when one drug
keeps the other drug from getting to the site at which it produces its thera-
peutic effect, A similar pharmacologic process is at work in multiple-drug
patients where drug effects can summate and produce toxicity. There are a

number of drug interactions of varying importance involving psychotropic drugs.

For example, antacid drugs used to treat ulcers can interfere with the ab-
sorption of several different psychotropic drugs, including Valium and chlor-
promazine. These effects are small and not of great significance. The clin-
ician, knowing that this can occur, needs only to increase the dosage of the

psychotropic drugs slightly. Barbiturates can speed up the metabolism of

several types of antipsychotic drugs, most particularly antipsychotics such
as the phenothiazines and also tricyclic antidepressants. Incidentally,
smoking does the same thing: speeds up metabolism and lowers plasma levels.

Other drugs can raise plasma levels. For example, the phenothiazines raise
the plasma levels of tricyclics and vice versa. The psychomotor stimulant
methylphenidate can raise plasma levels of imipramine. Another important
class of interactions involves competition between two drugs for the same
site in the body. For example, the drug guanethidine is an effective drug
in treating hypertension. It only can help hypertension if it gets inside
certain neurons. Antipsychotic drugs and antidepressant drugs prevent
guanethidine getting inside these neurons, hence render this drug ineffective.
Another type of interaction is where one drug alters another’s excretion.
For example, dietary salt increases lithium excretion. Hence, if a patient
is placed on a low sodium diet, lithium excretion is decreased with the con-
sequent elevation of plasma level. Diuretics also increase lithium toxicity;
hence, the patient with cardiac problems who gets placed on a low salt diet,
plus diuretics, needs a much lower dose of lithium than he would otherwise.

There are many potential hazards with psychotropic drugs. With many of

the drug-drug interactions, once it is known that they occur, and the mechan-
ism by which they occur, there is generally a way to prevent them or to con-
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trol them. This is an area of medical research where the practical applica-

tion of basic research occurs virtually immediately upon discovery of the

phenomena. The course of action necessary to eliminate the toxicity is gen-

erally obvious once the mechanism is known, and as soon as the finding is pub-

lished, it is very quickly picked up by the most knowledgeable doctors and

results in an almost immediate improvement in the quality of medical care.

Indeed, it is very important that this type of research be done since it is

research which has an immediate payoff in better clinical care. It is highly

practical research.

ELECTROCONVULSIVE THERAPY

Electroconvulsive Therapy (ECT) was introduced for the treatment of de-

pression in 1938. Clinicians observed that patients who would otherwise have
undergone many months, or even years, of severe depression would recover after
approximately eight exposures to a convulsion produced by electrical stimula-
tion, or so-called electro-shock treatment. The treatment worked both very
effectively and rapidly. The majority of patients displayed some confusion
a few minutes following the shock treatments, but this generally cleared up

several hours after treatment. An occasional patient (perhaps 1 in 200)

would complain of experiencing some difficulty remembering certain past events,

sometimes months following the shock treatment.

The suspicion that shock treatment might produce some damage on memory
has always prevailed. While there is no doubt that it produces an impairment
of memory and confusion during the few minutes following each convulsion, the
enduring nature of this effect continues to be debated. Many psychiatrists
claim that the memory deficits disappear completely within a few days. Others
argue that ECT may cause permanent brain damage, or that it is at best a

placebo form of treatment.

There is considerable research available on ECT. A number of studies
have compared ECT to a placebo. ECT in many controlled studies produces a

more significant improvement in patients relative to a placebo. Some of these
studies use a dummy ECT, or other control procedures. While there is a sub-
stantial body of evidence to suggest that the tricyclic antidepressants may
be better than a placebo, ECT continues to be superior to the tricyclic anti-
depressants in the treatment of depression.

The procedures for the administration of ECT have been modified from
those followed at the time of its inception. In the first few years after it
was introduced, patients were not given an anesthesia. The effect of the
electric current and the convulsion was to produce unconsciousness, yet the
patients had a sense of going into a convulsion. Currently, patients receive
a muscle relaxant drug to prevent their muscles from jerking and contracting
as would be common during a convulsion. They experience the electrical events
of the convulsion inside their brain, but because the muscles are relaxed
there are no convulsive movements in the arms, legs, or body. Because they
receive an anesthetic they are conscious of going to sleep, they then awaken
a few minutes later when the treatment is over. Thus, in terms of the psycho-
logical stress associated with the procedure, it appears no worse than a den-
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tal treatment or minor operation involving a general anesthetic. We under-
line the importance of this because ECT is often portrayed in fiction and
in films as it was practiced in the 1930’ s prior to the advent of modern
methods.

Research on memory loss is confounded by issues of patient state. Oc-
casionally, as a result of aging or physical diseases, patients do show im-
paired memory late in life. This memory loss may be attributed to ECT, when
actually it may have been as a result of aging processes or some specific
brain disease. However, not all memory impairments noticed by some patients
after ECT can be explained away in such a manner. Indeed, further research
is needed to determine if a memory deficit is a reliable response to ECT, and
if so, what causes it and how it can be avoided. A number of studies conduc-
ted in the early 1940 's revealed a persisting memory impairment from ECT in

patients tested months after many more treatments than are used today. Al-
though these studies did not utilize the proper controls, and did not follow
the patients for sufficiently extended periods of time, they were an interest-
ing first attempt to obtain needed information.

More recently, there have been a small number of longitudinal investiga-
tions in this area. The best controlled study used a measure capable of tap-
ping the type of disturbance produced by ECT. Memory impairmept was measured
in ECT patients many months after they had received treatment, and it was
found that their memory had returned to normal. Thus, the possibility of

long-term impairment was not supported. It may be that this investigation
did not detect the memory impairment because it did not employ a test that
was sufficiently sensitive to the types of changes induced by ECT. More work
is clearly needed.

The development of unilateral ECT about 20 years ago has maintained
equivalent therapeutic potency with very much diminished complaints about
memory loss. There is a large body of evidence which includes about 20 con-
trolled studies, that unilateral ECT is similar to bilateral ECT in its

amelioratory effect in treating depression. Moreover, unilateral ECT pro-
duces little memory impairment. Of course, memory impairment is more notice-
able in the first hour following a given application of electroshock treat-
ment and its subtle effects can be present as long as a day later. In this

time period, when there clearly are memory effects apparent after ECT, the

comparative effect on memory of unilateral vs. bilateral ECT can be studied.

During the first hour, unilateral ECT produces almost no memory effects
whereas bilateral ECT produces clear, measurable memory effects. Since
memory effects are at a maximum at this time, it would be quite unlikely that

unilateral treatment would produce long- las ting memory impairment if it does
not produce short-lasting memory impairment. These are not absolute distinc-
tions. Thus, it is clear from the research that unilateral ECT produces far

less memory impairment than bilateral.

There are patients who do not respond to drug treatment, and who will only

recover if they receive ECT. ECT is faster and quantitatively a more effec-
tive treatment than drugs. To properly evaluate the role of ECT, it is impor-
tant to effectively weigh the risk versus the benefits. Clearly more informa-
tion is needed with regard to both. In our opinion, more reliable research is

required to resolve the questions as to the usefulness and drawbacks of ECT.
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NEEDS OF THE SEVERELY OR CHRONICALLY DISABLED

Until research uncovers the causes of mental illness and we can more
effectively treat or prevent disorders such as schizophrenia, we will continue
to devote the bulk of our service resources to a relatively small minority
of those who seek mental health care. These are the people who at some time

are severely disabled by mental or emotional disorder, many suffering from

repeated episodes or chronic impairment. While research on the causes of

these disorders must be adequately supported, it is also essential to find

ways to improve the social benefit we receive from our huge investment in the

care of these patients. A major part of this investment is spent on hospital-
ization. It is also increasingly invested in community treatment programs
that can reduce the need for hospital care, and often replace hospital care
altogether. This network of hospital and community programs uses various
approaches to maintain or improve the quality of life of the chronically dis-
abled.

There is now a body of research that is beginning to indicate how to make
the best use of these major treatment alternatives. One issue is how to make
hospital treatment most effective. A second question concerns the effect of

avoiding hospitalization altogether for patients who would formerly have been
hospitalized. When hospitalization is not avoided, research has also examined
the effect of keeping the hospital stay short, for patients who would formerly
have been kept in the hospital for many months or longer. Finally, the rela-
tive effectiveness of various patterns of post-hospital care have been examined
for this group of severely disturbed patients.

Improving Hospital Treatment Effectiveness

Inpatient studies of treatment of the chronic mentally ill have examined
many psychosocial forms of intervention, including milieu therapy, formal in-
dividual psychotherapy, formal group therapy, activity groups and "total push"
programs. These programs have generally failed to yield results that are
equivalent or superior to chemotherapy. In combination with drugs, certain
additive or interactive effects appear possible. However, improved personal
and social adjustment in the hospital tend to have little or no relationship
to subsequent adjustment or length of time in the community. An encouraging
exception is a combination of chemotherapy and social learning that has re-
cently been shown to yield improved post-hospital as well as in-hospital func-
tioning with chronic inpatients. For the most part, however, the durability
of inpatient treatment effects has been disappointing.

The Effects of Avoiding Hospitalization

There have been about a dozen studies that bear on this question that
were designed well enough to justify confidence in generalizing from their
findings. The studies have mostly been carried out in the United States,
Canada, and England, and usually in urban areas. Patients judged to be homo-
cidal or suicidal were excluded in all of the studies, and several studies
also excluded those over 65, substance abusers, and patients with chronic
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physical illnesses that required other medical care. Patients tended to be
young and to be in the working class or the lower class. Several studies
excluded those who were not living with a family member. Thus while these
studies included a heterogeneous group of patients, communities, and programs,
they by no means represent the entire range of hospital care.

In every study, the experimental patients as a group spent fewer days
in the hospital than did hospitalized controls. Thus in every study it was
found feasible to avoid hospital care to some extent. The percentage of

patients needing hospitalization at some time during their participation in

the experimental programs ranged from 18 percent to 77 percent with the lower
range more typical. In many studies, hospitalization was prevented entirely
for the majority of experimental patients, the minimal stays (under 3 days)
were more common than longer stays among the remainder. In general, these
differences between experimental and control groups tended to diminish with
longer follow-up periods, probably due to the decreased availability of the
experimental community services. Not surprisingly, programs that were more
heavily staffed, with comprehensive services (and greater expense per patient)
tended to be the most successful in avoiding hospitalization altogether rather
than simply delaying it.

With regard to the symptoms of mental disorder, most investigators found
no differences between experimental and control patients at 1 month, 3 month
or 6 month follow-ups. Both hospitalized controls and those treated in the
community showed rapid reduction in symptoms within the first months, evidently
attributable to the medication and intensive psychosocial intervention given
both groups. One study did report more improvement in members of the community
treatment group at both 4 and 8 months on several scales, but no investigators
reported greater reduction of symptoms among hospitalized controls.

Measures of social role performance either favored patients treated in

community settings or else failed to discriminate between groups. One inves-
tigator found that patients trained in community living skills were more
likely to be employed, living independently, and involved in social relation-
ships than controls. Days lost from customary social roles were fewer in

the community care group in another study, and after 18 months they were
considered better able than their hospitalized controls to manage crises of

daily living. In other studies, both groups showed similar social role per-
formance, with improvement tending to occur in the second or third month and
remaining stable thereafter. No studies reported more successful social func-
tioning of hospitalized controls after their discharge.

In several studies, the comparative burden experienced by families of

community care and hospitalized patients was examined. Families of patients
treated outside the hospital did not report that the patient was more of a

burden than did those of hospitalized patients during the intial phase of

illness. The burden appeared to be high for both groups during this time.

Family burden declined with the passage of time for both groups, although some

family members continue to worry and experience hardships related to the

patient. In some studies, a tendency was noted for families of community
patients to report a more rapid decline in perceived burden, when they were
compared to families of hospitalized controls.
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Another aspect of the burden concerned the effect on other coiranunity

groups and agencies of avoiding hospitalization. Again, the limited data

suggest that this is not a problem when the experimental community treat-

ment personnel remain actively involved with their patients. In one pro-
gram, for example, most cooperating agencies indicated their willingness to

repeat the experiment. When hospital emergency room visits and arrest data

were compared for experimental and hospital control groups in another study,

results were similar.

The cost of these experimental community treatments has not always been
adequately compared with the cost devoted to hospitalized control groups.

When costs have been analyzed, the results have ranged from finding substan-
tial savings in community treatment to findings that costs were essentially
equal. Since there was some tendency for the more active and comprehensive
(i.e,, more expensive) community programs to be more successful, these re-
sults suggest caution. They do not indicate that we can simultaneously
expect a noticeable cost savings and noticeable improvement in patient wel-
fare, simply through the large scale avoidance of hospital care for that sub-
group of patients for whom this is feasible.

Limiting the Extent of Hospitalization

There have been 18 studies that have compared various types of short
hospital stays, ranging from 3 to 60 days in length, to longer hospital stays.
In some of these studies, a very brief hospital stay followed by day hospital
care was compared to a longer hospital stay. Evidence from these studies
indicate that, in general, longer hospitalization offers no advantages over
relatively brief periods of hospitalization. In spite of the many differences
among the design of these studies, they cumulatively indicate that patients
hospitalized for brief periods (often less than 1 month) do not sigificantly
differ from those with longer average hospitalizations with respect to symp-
toms, social functioning, global adjustment, or the risk of rehospitalization
either at discharge or within the next 2 years. These findings appear to be
consistent across diagnostic groups and across hospitals characterized by
marked differences in treatment philosophy, patient-staff ratio, and other
factors. Rapid reduction in symptomatology occurs in patients treated by
either strategy, although this improvement may occur more rapidly during brief
hospitalization. However, this initial advantage of short-stay patients is
not maintained; once standard-stay patients are discharged, their functioning
becomes equivalent.

Although the issue of patient suitability for brief vs. longer hospitali-
zation has not received adequate attention, some preliminary findings have
been reported. Patients characterized by antisocial behavior patterns, per-
sistent poor judgment, and poor impulse control, seem to be especially poor
candidates for brief hospitalization as do some subgroups of schizophrenic
patients. A subgroup of patients will return to the hospital repeatedly re-
gardless of the nature of their hospital experience. In this group, schizo-
phrenics with multiple previous admissions are overrepresented.
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Aftercare Strategies

The most consistent results regarding the post-hospital treatment of

the chronically ill, particularly schizophrenic patients, come from studies
of antipsychotic medication, both as therapeutic agents for the management
of psychotic episodes, and as preventative agents to forestall relapse in

the community. However, few studies have been carried out in which drug and
psychosocial treatments have been simultaneously controlled. In general,
maintenance chemotherapy has been consistently demonstrated to forestall re-
lapse among chronic schizophrenic patients following hospital discharge. In

studies of chronic patients in the first year after discharge from a hos-
pital, 30 percent to 40 percent have been found to relapse while on medica-
tion, while nearly 70 percent relapse without medication or if they receive
psychological treatment alone. Among those who survive a year of treatment,
approximately 17 percent were found to relapse in the subsequent year, but
the figure rises again to nearly 70 percent if maintenance chemotherapy is

discontinued. It seemed likely that some instances of relapse during after-
care chemotherapy resulted from patients failing to take their prescribed
medication. However, a recent study found an approximately 40 percent re-
lapse rate among chronic schizophrenics in the first year, even when regular
medication was assured by the injection of long-acting drugs.

Psychological treatments such as weekly interviews focused on coping
skills appear to have some delayed effect in lowering relapse after a period
of time, but the foremost contribution of psychosocial treatments has been
shown to be improvement in social adjustment, which occurs only when these
treatments are combined with maintenance chemotherapy. The benefits of the

additional psychosocial treatment on adjustment, however, seem to take many
months to emerge. There is some evidence that suggests that certain chronic
schizophrenic patients respond adversely to psychological treatments; others
seem not to profit from chemotherapy. The characteristics of both patient
groups are poorly understood. Most psychosocial programs, including the half-
way house, the social rehabilitation center, the foster home, and the day
treatment center cite improvements in instrumental and expressive role per-
formance over time. For many patients, however, the positive effects are
primarily the maintenance of adjustment or the restoration of adjustment to

a marginal pre-hospitalization level rather than increased functioning over
pre-illness levels.

Areas of Research Opportunity

The "revolving door" phenomena— the fact that over 70 percent of patients
who are hospitalized have been in the hospital before—has served to indict
the adequacy of aftercare community services and has stimulated various com-
missions and study groups to explore the plight of the chronic mentally ill
in the United States. A number of reports urging reform have emerged, but
they speak almost exclusively to the programing and administrative disarray
that characterizes the delivery of services to the chronically impaired. Im-

plied is the assumption that a sound and comprehensive knowledge base already
exists regarding available treatments, and that if additional services could
only be delivered and implemented, the lot of the chronically ill would im-
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prove dramatically. Unfortunately, the research just reviewed illustrates

how limited our knowledge base is, and should remind us that we do not have

promising new panaceas for this unfortunate group of patients.

There are some ways in which the results so far are reassuring, however.

The widespread conversion of treatment systems to the minimal use of hospital-
ization was undertaken before we had any clear evidence about the effects of

such a change. Research thus far has suggested that these changes are pro-
bably not harmful for a majority of the acutely psychotic and for the younger
chronically ill or at least that benefits tend to offset any harm when ade-

quate community treatment programs are available. The reader should bear in

mind that these research findings do not relate to "deinstitutionalization,"
which largely consists of reinstitutionalizing in nursing homes the aged
patients from State hospitals. We have little research knowledge in that area,

and what we do have indicates that whenever the institutionalized impaired
aged are moved to any different facility; there are likely to be harmful
effects reflected in poorer than average functioning and increased mortality.

There is a pressing need for research knowledge regarding many aspects
of treatment effectiveness. Some of the most common types of community
treatment programs have unknown effectiveness. Only in 1976, for example,
did we see the first truly controlled study of foster home care for the chron-
ically ill, in spite of the fact that the foster care experience spans many
centuries. Similarly, among 29 studies of halfway houses, only one could be
considered adequately controlled. So, too, with social rehabilitation centers,
the models of ideal sub-communities for chronic patients which offer combina-
tions of residential, social, and vocational experiences in the context of

autonomous social participation. Unfortunately, relatively few of these cen-
ters exist in the United States and only one has been subject to experimental
scrutiny. A similar conclusion could be drawn for the demonstrated effective-
ness of the therapeutic "lodge." Very few attempts to study simultaneously
drug and non-drug treatments of chronic patients have been made, and these
rarely exceed a few months or, at best, a year of controlled observation. In

1974, results were published from the first controlled study of combined drug
and psychosocial treatment for chronic patients in which the experimental
treatments were continued for more than 1 year after hospital discharge.
Since that time one modest aftercare investigation is nearing publication, as
is a short, 6-week combined treatment study. Rarely is any post-hospital
treatment of chronic patients studied under controlled conditions for more
than 1 year. A handful of studies related to the day treatment center as an
aftercare resource have been published and the first multi-center study is
only now nearing completion. Precious little is known about the effects of
relocating the elderly impaired, let alone the differential treatment effects
characterizing diverse nursing facilities in which such patients are placed.
A few recent studies have focused on the differential effects of group versus
individual therapy in maintaining the chronically impaired in the community.
While promising, these studies are much in need of replication and refinement.

The second general area of research needs concerns treatment specificity:
What treatment is most effective for which subgroup of severely or chronically
ill patients? For example, among patients who respond to and require medica-
tion, there is no systematic evidence regarding the need for high, moderate.
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or lower dosages over time. The issue of drug dose is critical, in view of

the evidence that serious side effects can follow upon prolonged use. Simi-
larly, there seem to be small subgroups of chronic patients who do not re-
quire medication at all, but attempts to identify these patients have been
few and with inconsistent results. Other evidence suggests that there may be
difficult trade-offs to consider in treating the chronic patient, in that im-
provement in work and personal adjustment may sometimes be possible only by
simultaneously increasing the risk of psychotic relapse. Conversely, efforts
to avoid psychotic relapse may increase other negative problems associated
with chronic illness such as withdrawal and social isolation. Recent advan-
ces in methods for diagnosis and for measuring personal and social adjustment
open up new oportunities for important research contributions to our under-
standing of these treatment issues. Other areas require new measurement
methods. For example, a valid and reliable way to predict vocational rehabil-
itation potential among the chronically impaired would make possible studies
of whether specific patient subgroups benefit enough from prolonged sheltered
emplo 3nnent programs to justify their use.

NUTRITIONAL AND METABOLIC APPROACHES TO MENTAL HEALTH TREATMENT

The study of medical history shows that whenever there is a chronic ill-
ness for which treatment is expensive, tedious, and of limited effectiveness, ,

there will arise innovative ideas and treatments based upon those which offer
simple answers to problems which the medical profession considers to be com-
plex. Thus, since recorded history there have been amulets, elixirs, potions,
sacrifices, and rituals offered as solutions to signficant medical illnesses.
In modern times, more sophisticated derivatives of these magical practices
remain. Thus, millions of copper bracelets have been sold and continue to be
sold for the treatment of rheumatism, millions of people continue to take
daily laxatives, and high pressure advertising campaigns continue to make the
sale of non-prescription vitamins and tonics multi-million dollar businesses.

The physician is by no means immune to the initiation or adoption of

medical and surgical practices which have little or no scientific validity,
and various practices have been introduced without evidence of effectiveness,
and often with some demonstrated risk to the patient. Among such treatments
were tonsillectomies to limit upper respiratory or middle ear infections;
insertion of talc into the pericardium to stimulate capillary growth in
patients with angina, and the use of lobotomies for the treatment of schizo-
phrenia.

The existence of such unproven techniques testified to the wish of pub-
lic and practitioners for simple solutions to complex problems. Generally,
these therapies are based upon interesting and plausible hypotheses. There-
fore, they are intellectually seductive. But almost none of them stand up
when subjected to rigorous testing in well planned and well controlled clini-
cal trials which are blinded to eliminate placebo differences from other forms
of treatment.
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Megavitamin and Orthomolecular Psychiatry

It has been recognized for more than a century that vitamin deficiencies
are associated with both physical and mental symptoms. Megavitamin therapy
as a treatment of. schizophrenia was initiated almost a quarter of a century
ago. It was based on the concept that schizophrenia had a biological rather
than a psychological origin and that correction of the biologic defect would
constitute effective treatment. When this hypothesis was first proposed, the

proposed aberrent biologic mechanism was considered to be the formation of

methylated neurotransmitter metabolites which were endogenous hallucinogens.
That is, the body was producing agents which caused hallucinations and other
symptoms. Nicotinic acid was introduced as a therapeutic agent, not as a

vitamin, but rather on the basis of some preliminary scientific work as a

pharmacological agent, which would compete metabolically with neurotransmitter
metabolites for methyl groups and would, therefore, reduce or eliminate the

formation of the methylated endogenous hallucinogens. In the period from 1953

through 1959, many claims were made for the effectiveness of nicotinic acid in

the treatment of schizophrenia and some of the early ones were based on double-
blind clinical trials comparing nicotinic acid to treatments available in the

pre-neuroleptic era. Some small superiority of niacin treatment for hospital-
ized patients has, however, been shown.

Psychotropic drugs were introduced within a few years after megavitamin
treatment with nicotinic acid (vitamin Bg) had been proposed for treatment of

schizophrenia. Because drug effects were rapid and dramatic, megavitamin
treatment was not generally accepted nor were there systematic trials by in-
dependent investigators to test out the therapeutic claims. As time went on,

a small group of faithful advocates of the megavitamin therapy began to add
on other vitamins and minerals besides the original vitamin B

2
. Furthermore,

they began to use psychotropic drugs of the type conventionally used by psy-
chiatrists. In 1968 the hypothesis of "orthomolecular psychiatry" was pub-
lished which states that there is an optimum molecular environment for the
brain which could be achieved through adequate nutrition and which would be
therapeutic for the major mental illnesses. This theoretical paper became
the cornerstone of the megavitamin therapists, and they adopted the term and
became "orthomolecular psychiatrists." They changed the theoretical frame-
work under which they had initially used nicotinic acid in large doses (as a

pharmacological agent which would grab methyl groups and prevent the forma-
tion of endogenous hallucinogens) to that of nicotinic acid as the vitamin
precursor of the coenzyme nicotinic-adenine dinucleotide (NAD) and they be-
gan to view schizophrenia as a nutritional deficiency similar to pellegra.
Although their theoretical position had changed dramatically, their practice
has not changed. Orthomolecular psychiatry today includes not only the use
of a mixture of water soluble vitamins in mega doses which are presumably
custom fitted to the individual patient but also includes electro-convulsive
therapy and the major psychotropic drugs. The beneficial results which are
claimed are attributed to the vitamins, although other biologically active
treatments are almost always employed.

The theoretical position established by the theory of orthomolecular psy-
chiatry can hardly be argued against. Everyone would agree that there is an
optimum molecular environment for the brain and everyone would agree that
adequate nutrition is a nececssary though perhaps not sufficient condition

R 252



1770

for obtaining such an optimum environment. The problem is that of defining
the nature of the optimum environment and the conditions required to obtain
it. Is is argued that because of biologic variance in nutritional require-
ments, mentally ill patients have a vitamin requirement, which may be 10

to several hundred times above the average daily requirement recommended by
nutritionists and the National Research Council. This is the rationale for
using mega doses of the water soluble vitamins. There is no persuasive evi-
dence to support the contention that vitamin requirements in schizophrenia
may increase by orders of magnitude above the average daily recommended allow-
ance for normals. Nor is there laboratory evidence that schizophrenics are
vitamin deficient.

Regardless of the theoretical plausibility, however, the ultimate test
of the megavitamin practice must be empirical. Is megavitamin therapy effec-
tive? Is treatment with megavitamins alone an effective substitute for exist-
ing treatments? When it is added on the existing treatments does it offer a

therapeutic advantage? The best available evidence at this point suggests
that the answer to these questions is—No. Controlled clinical trials failed
to find any value to nicotinic acid in the treatment of schizophrenia.
Attempts to substitute nicotinic acid and other vitamins for neuroleptics
showed this treatment to be inferior to the neuroleptics and to be no more
effective than a placebo. Studies to determine whether nicotinic acid per-
mitted a reduction in chlorpromazine dosage or whether it accelerated the

rate of recovery when added to neuroleptics were negative in both regards.
More recent studies using mega doses of multiple water soluble vitamins with
and without electroconvulsive therapy showed no therapeutic advantage over
conventional treatments. A recent study of children with learning disabili-
ties showed no benefit of megavitamins. One study with autistic children
showed a small but statistically significant therapeutic benefit to mega doses
of pyridoxine. This is the only positive study that was blind and controlled.

The research and the conclusions of megavitamin proponents and of its
critics have been carefully examined by a Task Force of the American Psychia-
tric Association, by the Canadian Mental Health Association, and most recently
by a task force from the Province of Alberta, Canada, which reported to its

Minister of Social Health, All three groups concur that the results obtained
in the open clinical trials that have been conducted by the orthomolecular
psychiatrists over the past decade are seriously flawed, and they do not per-
mit conclusions about positive therapeutic efficacy. The weight of current
evidence is against such efficacy. If this view is to be altered, it must be

based on evidence obtained from controlled clinical trials. Since proponents
of orthomolecular therapy are on record as opposing controlled trials, it is

not likely that this will be done. The attainment of data on normative vita-
,min requirements would, however, help clarify this issue.

The history of science indicates that until the necessary preliminary
steps are clarified, the researchability of many worthy ideas has had to be

postponed. Thus, the father of neurochemistry 100 years ago believed mental
illness was due to toxins. Without prior knowledge of the brain’s chemicals,
he had nowhere to start but to study calves brain rather than people. Today
his idea is researchable. And so it often will be the timeliness of the re-

searchability of issues, not the hypothesis, that are more appropriate matters
of debate.
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Food Additives

A somewhat similar situation exists with the claims made over the past

3 years that common food additives, particularly coloring agents, lead to

hyperactivity and learning disabilities in children. These claims have been
widely popularized; a national organization has been established, and demands
have arisen for identification of the additives on labels, and for the elimin-
ation of these additives from the diet in Federal food programs. The claims
of damaging effects of food additives and of beneficial effects from their

elimination are based entirely upon reports of clinical experience with addi-
tive free diets in open clinical trials. This type of experience has led to

the conclusion that 45 percent of children with hyperkinesis and learning
disabilities can be cured or maj orally improved by the elimination of food

additives. Controlled, blind, clinical trials conducted at Wisconsin, the

University of Western Ontario, and Pittsburgh have shown that this is not the

case. Such studies with additive free diets have shown that only a small
population of hyperkinetic children improves on such diets. Studies, in which
children who have been putative responders in open clinical trials with addi-
tive free diets, are challenged in double blind trials with food additives
have failed to demonstrate significant alterations of the symptoms of hyper-
activity under the challenge. Thus, from the evidence thus far available,
it appears that the quantitative claims regarding food additives are not cor-
rect, That is 45 percent of children with hyperkinesis do not respond posi-
tively to the elimination of food additives. There is a bit of evidence that
a much smaller population of pre-school children may show some benefit. It

is possible that irritability rather than the syndrome of diminished control
of attention and hyperkinesis is a diet responsive factor accountable for
the clinical reports. There is some preliminary evidence that food coloring
agents may cause a small but significant increase in the capacity to concen-
trate on a task for periods up to 2 hours after food additives have been in-
gested. Such studies require repetition and fortunately they are underway.

Hemodialysis

Presently the array of schizophrenic disorders can only be successfully
treated in a limited way with antipsychotic medication, or psychotherapy and
strong social support. One biologic hypothesis of schizophrenia suggests that
a deficit or excess of a normally present neuroactive compound, or an abberant
endogenous psychotogen, could be causal or contributory to the problems of
schizophrenia. The search for over a hundred years has told us only that the
body can produce "psycho toxins ,

" but not that it does.

As innovations and research continue, leads occur and capture attention.
Since this disorder shows alternate periods of improvement and exacerbations
of symptoms, any suggested therapy requires careful and controlled study to
distinguish specific effects from natural variations. While not every clini-
cal observation can be translated into research, all must be assessed for
their feasibility. For example, a recent report from an uncontrolled treat-
ment appears to support a biologic hypothesis of schizophrenia. The report
states that hemodialysis was used to remove "toxic" chemicals from schizo-
phrenics. Hemodialysis is a procedure that removes a variety of substances
from the blood. It is primarily used in patients with chronic kidney failure
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to remove the breakdown products of the body. This treatment does not neces-
sarily suggest a dysfunctional kidney. Instead, it hypothesizes removal of

compounds which are normally reabsorbed rather than excreted by the kidneys
of schizophrenics.

Thus far, 15 young chronic schizophrenics have been ’'successfully” treat-
ed in this manner. The choice of patients suggests good prognosis, possibly
with only dynamic psychotherapy and strong social support. A definitive an-
swer awaits the conduct of a properly designed and controlled treatment research
project. Such projects are underway and it is expected that within 2 or 3

years a statement could be made about the feasibility of hemodialysis in the
treatment of chronic schizophrenic patients. Therapeutic failures have been
reported too. Though a sufficient sample of different patients and controlled
observations will be required, no statement of real value can be made at this
point on the prospects. It is anticipated, however, that even if there are
direct therapeutic benefits, rehabilitation of the "recovered" patients will
be a major problem. Social rehabilitation will have to be provided to help
these patients reenter society. As of this writing, it would affect that. At
best, hemodialysis might prove to be helpful in some patients, but it is un-
likely as a universal treatment. Possibly hemodialysis will actually be in-
effective as have so many treatments in the past. With research we will have
the chance to know.

OPPORTUNITIES AND OBSTACLES IN TREATMENT RESEARCH

Treatment research is sometimes understood as a kind of marketing of the

hypotheses generated by basic and clinical research. In this model, basic

research comes up with the ideas, clinical research tests the ideas in indi-
vidual patients, and treatment research examines clinical interventions in

populations large enough to demonstrate significant results if any.

In our view, these research areas are intimately interconnected and re-

search ideas generated in any one area can influence research direction in

another area. For example, the clinical researcher’s studies may illuminate
issues of consequence for the basic researcher or the treatment researcher.
Research is a method and not a context. It is a lawful procedure for gaining
information and does not presume a particular domain. The research methodol-
ogies that are of particular use in treatment research include the controlled
clinical trial, random assignment, and double-blind studies. Substantial
treatment research is time consuming, costly, and demands rigorous work. It

directly impacts upon clinical care and can serve to upgrade it.

New strategies for research have been developed using the aforementioned
methods, which examine interactive effects of specific medications and various
psychosocial therapies. Other strategies combine treatment research and
epidemiological research strategies. These efforts merit support and develop-
ment since they may directly improve patient care efforts. They are hindered
by funding support procedures which tend to limit support to 3 years or less.

Such research takes more time to design, implement, and analyze. Additionally,
research manpower is limited in this area, and more investigators are needed

who combine clinical and research skills.
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The development of clinical psychopharmacology is a major area of new
opportunity. The questions are becoming clearer, and the methods are develop-
ing. However, we have few individuals trained to work at the interface of

psychiatry and pharmacology and even fewer trained for research in this area.

Various authors have commented upon the burgeoning legal and regulatory
restrictions upon research which lead to endless time being devoted to grant
writing, multiple committee reviews of proposed research, and the development
of citizen attitudes of distrust, which discourage individuals from partici-
pating in important and potentially helpful research.
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SOCIAL PROBLEMS RESEARCH

INTRODUCTION

In contemporary America there is currently a great deal of concern over
a number of social issues which, for lack of a better term, have been des-
cribed as "social problems." Examples of these would include such things as
poverty, rape, divorce or family instability, racism, violence, crime and
finally sexism. Many other examples could be provided. In the recent past,
"social problems" have been seen as a principal concern of psychiatrists and
related mental health personnel. Implicit in this view was the assumption
that the problems somehow reflected illness or at least the absence of mental
health. Enthusiasm for community mental health centers and their programs,
accompanied as this was with the allocation of substantial Federal and State
monies, seemed predicated on the belief that such essentially medical psychia-
tric policies would eventually "treat" and "correct" the social problems or

"illnesses" of the society.

Our current assumptions and beliefs are that "social problems" cannot
be loosely and uncritically equated with mental health and illness. Each of
these so-called problems in actuality reflects interconnected social proces-
ses that are outcomes of technological development and modern civilization in

general. Complex factors of a social, political, economic and cultural nature,
each of these colored by the distinctive path which modern American society
has taken, lie behind them. Moreover, many of the "social problems" listed
reflect characteristics involving who is doing the viewing and the labeling,
as well as the reporting and description. So-called social problems, in short,

constitute facets of complex social life which have distinctive histories,
causes, properties and consequences. A better understanding of them requires
the efforts of sociologists, psychologists, anthropologists, economists and
political scientists. A prudent and scientific understanding of the various
aspects of modern social life, previously uncritically thought of simply as

reflecting mental health/illness, is a prerequisite for planning for positive
social change, a desired end towards which governmental agencies and legisla-
tive personnel strive as a matter of social policy. Generically, then, "social
problems" have little to do with mental health and illness, representing in-
stead properties of large and complex social systems.

The fact that the various "social problems" should be regarded princi-

pally as properties of complex social systems, the rigorous study of which
falls within the province of the social sciences, does not mean that they are

entirely unrelated to (and therefore outside of) the concerns of psychiatry
and related mental health professions. There are several ways in which social

phenomena such as that listed previously may be said to have a "clinical" rele-

vance. Such phenomena, though problematic in a macrosociological sense, in-

volve people located in various sectors of the society. The form which such

phenomena takes reflects the social identity of the persons involved. More-
over, it is a fact that individuals who are implicated in and/or touched by
the various "social problems" experience personal difficulties as a result.

For example, rape, poverty, sexism, and racism can cause undue hardships to in-

dividuals leading them to seek help of various types. Given the holistic
character of man, it is very likely that such hardships and "stress" when in-
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tense and prolonged will be reflected in psychobio logic symptoms, as well as

in difficulties in social adjustment. Known disease entities can even be

precipitated and/or aggravated by the difficulties occasioned, as the liter-
ature in psychosomatic medicine and on the affects of social stressors clearly
documents. Consultation with nonpsychiatric physicians and psychiatrists, as

well as with other types of mental health professionals can result. Such pro-
fessionals thus need to be informed about the nature of the "social problems:"
the forms which they take, the kinds of people involved in them and affected
by them, and the kinds of personal concerns which they draw on and the effects
which they can produce.

Information about the details of the "social problems" as these affect
and involve persons in a direct and indirect way (either as "victims" or as

"perpetrators") thus constitutes a baseline which enables professionals to

learn how varieties of social behavior which may cause and/or reflect personal
difficulties are situated "in vivo" in the society. Such information obvious-
ly has potentially important practical implications for medical and quasi-
medical professionals insofar as it can inform them about patterns of adapta-
tion and thereby sharpen their diagnostic acumen. In this way, "true" forms
of maladaptation or illness can be spotted and their progression better con-
trolled. In the event that patients with identified diseases are drawn into
or caught by the various "social problems," professionals informed about their
nature are in a position to make predictions about the hardships that may
follow and thus can offer better advice to the patients should they be called
upon to do so. In sum, though having their bases in complex societal func-
tioning—and requiring informed social scientific knowledge for their under-
standing and control—"social problems" nonetheless can be the cause or ex-
pression of personal difficulties, which, because they can appear as or lead
to instances of maladaptation and illness, need to be understood and research-
ed by clinicians to enable them to better carry out their tasks of diagnosis
and treatment.

There is a second way in which "social problems" have a clinical rele-
vance. The behaviors of many persons implicated in these problems very often
deviate from the norms of the society. It is true that what constitutes de-
viant behavior (or who is called "deviant") is highly arbitrary and differs
across time, society, and even sectors of any one society at a given point in
time. Nevertheless, the category "deviance" is an important one for the
medical and mental health professions to focus upon for scientific reasons,.
Historical, social, and anthropological analyses disclose that in different
time periods and in different societies, the category "deviance" has embraced
many disvalued behaviors which upon further examination have turned out to
represent the expressions of illness of various types when purely biomedical
criteria were adopted. Behaviors and dispositions of persons that today we
can confidently classify as expressions of mental illness, for example, schizo-
phrenia or paranoid psychosis, have in other contexts been judged "deviant"
and been the object of purely social sanctions and not medical care. There
is literature suggesting that some persons involved in the abuse of drugs,
criminal, or amoral behavior, and other forms of behavioral instability, may
have a psychobio logic constitution which is inherited and which may have medi-
cal relevance. It is scientifically defensible to regard the category of
behaviors or persons judged at any one point as deviant as a large and inclu-
sive class that embraces some illness behaviors not currently well understood.
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Prudent, humane, and scientifically grounded investigations which probe the
adjustment, family histories, and psychobio logic features of selected clusters
of deviants may yield insights about the way different and not presently well
understood illness pictures are expressed. Nonetheless, such studies are
needed and their realization paves the way for the refinement of medical know-
ledge, Just as known disease processes can eventuate in behaviors which when
viewed sociologically are "deviant,” so it is reasonable to expect that here-
tofore unknown disease processes can also take similar pathways. We stress
here that this view of deviance as "camouflaging" potentially identifiable
forms of illness is different from, but complementary to, that adopted earlier
about "social problems" which involved viewing them as posing potentially
medical hardships to persons or as possibly aggravating known disease condi-
tions.

The pool of deviant behaviors and of deviants generally thus constitutes
a group that a society should investigate not only in a social scientific
sense but in a psychobiologic one as well. The former mode of investigation
treats "deviance" as social phenomena and searches for an understanding of

it in the mode of operation of the social system. The latter treats "deviance"
as comprising individuals who may show maladaption and illness behaviors which,
on careful scientific probing, may prove to be amenable to medical understand-
ing. The control and management of deviance should ideally rely on informa-
tion and insights drawn from both of these, as well as other related tradi-
tions of the society.

CRIME AND MENTAL HEALTH

The difficulty in summarizing research on the relationship between men-
tal health and crime is immediately apparent with a closer look at the term
"crime." If mental health is an elusive concept because of the problem of

finding a precise referent for which there is professional or lay consensus,
then "crim*e" provides the opposite problem: a clear definition (violation
of the criminal law) , but as the law covers so many disparate kinds of be-
havior, the definition is nearly useless as a summary concept. Quite simply,
"crime" lumps together the one-time only murderer, the profession hit-man,
the shop-lifter, the professional thief, the armed robber, the rapist, and
the check-forger. There is a false sense of security in the initial approach
to the topic of the relationship between crime and something else, therefore,
in part because of the temptation to say that one knows what a crime is.

There is a general caution with which to assess the distillation of re-
search herein summarized on the relationship between crime and mental health.
It is possible to identify two general approaches to the topic. First and

most obviously, there has been a long, historical, and continuing research
interest in those states of the mind that might have led the individual to

commit the criminal act. A second concern has been with alternate states of

the environment that may produce the "state of mind" that "leads" to crime.

Between these two poles, the emphasis chosen in the research and explanation
has important implications for the way in which prevention and treatment pro-
grams develop. If the problem is located in the person, then the policy im-

plication is to change the person, or at the least, to restrict and control
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the person. If the problem is located in the setting (which then putatively
predisposes persons), then the injunction is to alter the environment, or to

move the person from the environment.

Research examining the causes of criminal behavior can be broadly cate-
gorized as "biogenic," "psychogenic," and "sociogenic" in its orientations.
Biogenic theories of criminal behavior argue that something in an individual’s
biological makeup predisposes him/her to engage in criminal activities. Early
research on the relationship between phenotypes and crime demonstrated no con-

clusive evidence and has been virtually abandoned. However, in recent years
there has been a growing controversy over the effects of the XYY genotype on

behavior. This controversy centers around the notion that XYY individuals are

biologically predisposed to engage in criminal behavior. Tentative evidence
has been gathered to suggest that there are higher percentages of XYY indivi-
duals in correctional facilities than in the general population. However, the

association between the XYY genotype and criminal behavior is somewhat tenuous
for several reasons. First, a body of research indicates that XYY males are
generally taller than most of the male population and suggests that these
males are more aggressive. But genotypic research is difficult to conduct as

chromosomal karyotypes for populations are not easily obtainable. Few studies
in this area include large samples of randomly selected non-institutional con-
trol groups, and the chromosomal data are not available. Further, the direct
link between the XYY genotype and criminal behavior for prison inmates is

obscured by the behavioral effects Imposed by the prison setting itself. It

may be that the environment acts as a greater determinant of aggressive be-
havior than does genotype. Except in cases of severe genetic abnormality,
the effects of specific genes on behavior have yet to be determined. We do
know that genetic expression is modified both by other genes and the environ-
ment. These facts make it difficult to draw any conclusions about the rela-
tionship between XYY genotypes and criminal behavior.

Psychogenic theories of criminal behavior stress the importance of per-
sonality development and psychological disorders. Psychoanalysis with data
collected in the clinical setting has focused on the importance of early
childhood experiences which may have been repressed but acted out in later
years. There is a strong reliance on an understanding of instincts and the
unconscious, usually tapped through the use of symbols. Explaining crime
(as well as other behaviors) is somewhat problematic with the self-selection
of clinical patients. Moreover, instincts are difficult to document, and
there is no way to obtain any systematic documentation within this framework.

A great deal of work has been devoted to specific psychological dis-
orders as a cause of crime. Considerable attention has been given to the role
of psychoses in precipitating criminal behavior. Some studies show that of
those admitted to State prisons, as many as 5 percent are diagnosed as psy-
chotic, while other studies show less than 1 percent of admissions to similar
facilities are so diagnosed. Such findings suggest the problem of defining
psychoses. Such variations in rates of psychoses may be more a function of
the ways in which psychiatrists go about making their diagnosis.

A second area of major concern has been the influence of psychopatholog-
ical personality traits on criminal behavior. Here, even more than is the
case for research on the role of psychoses, findings are inconsistent. In a
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study of inmates of Illinois State Prison, 98 percent of those incarcerated
were labeled "psychopaths." Another study of a similar institution under
the direction of a different psychiatric staff, showed less than 1 percent of
inmates to be clinically diagnosed as "psychopathic." Again, the central
problem is one of definition. One survey of such studies found 202 terms
used synon3nnously with "psychopathic personality," demonstrating the absence
of systematic criteria in these assessments. There has been a general failure
to show the existence of so-called psychopathic personalities, and these
definitional problems have made it impossible to show the connection with
criminal behavior.

Several researchers have postulated a frustration-aggression hypothesis
as an explanation of crime. These interpretations maintain that certain
situations create a level of frustration which leads to an agressive response
on the part of those involved. This aggressive response is the putative moti-
vating force behind criminal behavior. A major critique of this perspective
is based on the fact that most individuals, at one time or another, find
themselves in frustrating situations which do not lead to an aggressive re-
sponse. Moreover, there is no evidence to suggest that agression necessarily
leads to criminal behavior. Many people may be regarded as aggressive who
are by no means criminals. Neither frustration nor aggression are necessarily
indicators of mental unhealthiness.

On a more general level, a significant amount of research has examined
the role emotional problems play in criminal behavior. While definitions are
often vague, there is a correlation between such problems and criminal acts.
Studies comparing delinquents and non-delinquents show more emotional dis-
turbance among the former than the latter. These emotional problems include
aggression, defiance and ambivalence to authority, and resentment. However,
we should be cautious in our interpretations of such findings. First, in
comparisons of delinquents and non-delinquents, those involved in making
assessments, i.e., prison officials, social workers, psychiatrists, are more
intimately involved with those falling in the delinquent category. These
people are usually trained to view the world from a clinical perspective and
thus focus more on indicators of maladjustment. Secondly, the problematic
traits viewed as causal factors of crime are not necessarily negative when
viewed outside of the instituional context. And thirdly, we must take into
account the extent to which these traits are antecedent to criminal acts
and that to which they are shaped by the criminal justice process. It may
be that such characteristics are the results of being identified as a "crim-
inal" or "deviant" and the reactions to such identification. Psychological
research has tended to ignore the problematic character of a linear causal-
ity theory.

Finally, discussion of the link beteween mental health and crime have
often relied on the use of psychological tests as indicators of mental health
problems. Minnesota Multiphasic Personality Inventory test scores show dif-
ferences between criminals and non-criminals in personality structure. There

are debates, however, as to the reliability of such tests—do they in fact
measure that which they claim to measure?

Significant attention has been given to Interpersonal Maturity Level
tests as predicators of criminal behavior. Used as a test of maturity, I-
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level scores show delinquents to be less mature than non-delinquents. How-
ever, findings are suspect for several reasons. Again, the problem of assign-
ment to I-level categories is significant. These assignments are influenced
by the subjective interpretations of those making assessments, leaving aside
a systematic method of classification. Furthermore, in a review of I-level
findings, no correlation could be found with maturity while there were sig-

nificant correlations with IQ and moral orientations.

In general, even if and when psychological test scores provide correla-
tions, they provide little insight into the reasons for criminal behavior.
It is still unclear as to which dimensions of personality such tests do in

fact measure.

By way of summary, psychological research in the area of crime and mental
health has failed to demonstrate that delinquents are characterized by gross
personality disorders or pathologies. Various mental disorders are no more
or less frequently encountered among offenders than non-offenders. And there
are no more mentally disordered criminals than non-criminals.

Sociogenic theories look to elements of social organization and social
structure that lead to crime, and also attempt to assess the impact of the

criminal justice processes on subsequent behavior. This perspective is con-
cerned primarily with the influence of social situations and the ways in

which they are interpreted and acted on, and mental health per se becomes de-
pendent.

Sociological research approached the problem of crime in large part as

a response to the lack of opportunity imposed by general social conditions.
That people from low socioeconomic statuses are more likely to engage in
criminal behavior detected by the police is commonly noted. Other sociolo-
gists have focused more on the process of becoming deviant, emphasizing
social control, affinity, and affiliation. The most promising research in
this area moves beyond a consideration of the objective social situations to

a consideration of the way in which these situations are defined, which di-
rects our attention to an examination of the larger life situations in which
people find themselves. Sociological theories of crime and deviance attach
greatest importance to the context of people’s lives.

Approaching the problem of crime and mental health from the perspective
which emphasizes the impact of the criminal justice system on mental health
involves an evaluation of treatment programs in this area. Research on rates
of recidivism documents that punishment is largely ineffective in rehabilita-
ting criminals,

A considerable amount of research attention has been devoted to the im-
pact of clinical treatment on criminals. Such treatment programs tend to be
based on psychogenic explanations of crime, emphasizing the psychological
maladjustment of criminals. For the most part, these programs are unsuccess-
ful when they do not take into account the situations into which criminals
return after release from criminal facilities.

The group relations approach to criminal treatment is based on the notion
that criminal behavior is the product of group relations rather than single
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personality traits. Treatment programs in this vein encourage contact with
anticriminal groups and discourage procriminal contacts. Like the clinical
approach to criminal treatment, this approach is also based in an explanation
of crime that parallels the medical model—that is, criminal behavior is
something to be cured, rather than a process of adaptation to specific fea-
tures of the environment. Group relations programs have had no long term
effects in deterring crime.

An evaluation of the influence of professional services on the mental
health of criminals points to the inadequacy of professional training. Social
workers have typically been trained to view the problem in psychogenic terms;
in light of the foregoing summary of the lack of empirical support for this
training, it is highly problematic. In addition, social workers seldom have
much experience with correctional facilities and as a result are ill-prepared
to deal with the individual products of those facilities.

In sum, evaluation of efforts to rehabilitate or reform criminals show
treatment programs have little effect. This might be expected since so many
of these programs are based on psychological explanations of crime with a

research base that is far from compelling.

As an alternative to emphasizing treatment, many researchers have sug-
gested that we might better spend our efforts focusing on prevention. Attempts
to explore preventative measures have shown that it may indeed be possible to

hinder the development of criminal tendencies. For example, research indi-
cates that when delinquency is defined negatively by the community and per-
sonal groups, criminal behavior is more likely to be prevented. Child guid-
ance clinics* efforts to modify personality traits result in a large percen-
tage of those involved engaging in criminal acts despite preventative treat-
ment. It has been suggested that the most effective way of preventing crime
is to take into account both the situational features of the individual's life
and to decrease the amount of social distance between the individual and the

helping agency/individual. The research to demonstrate the way in which
this might best be achieved has been quite limited, but is tentatively pro-
mising.

Research Opportunities and Options

As one critic has put it, for far too long, social scientists ’’...have

had their hands up and eyes down... it is time they put their hands down and

their eyes up.” The meaning of this simple phrase is that social science
researchers had their hands out to government funding sources and private
foundations to do research on the downtrodden, the poor, the disenfranchised,

the not so well-to-do criminals. Instead, the argument has it, social science
research should begin to look upwards, to cast a critical research eye and a

research strategy on those with privilege and power, to help redefine and re-

conceive what is criminal behavior and mental health. The ’’hands down” simply

meant to lend a helping hand to those that they have previously researched
at the base of the social structure.

This might be done by engaging in a kind of research that assisted those

on the bottom in changing their condition—research that begins to reframe
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the question away from: "Why are you the way you are down there?" to: "Why
(and how) do you do what you do to stay up there?" An example or two will
suffice. Millions of dollars are placed into drug research, primarily aimed
at why heroin addicts and marihuana smokers do what they do. Yet relatively

little research is funded which gets at the structure of organized crime and

at police corruption and complicity. And drug research could just as easily
move in the direction of the "pushing" of drugs onto the above-the-counter
pharmaceutical markets, the intense lobbying pressure to get the Food and

Drug Administration to approve of certain drugs before sufficient safeguard
tests are run. Research on crime should first indicate the wide varieties
of crime, and note for example that the relationship between professional
crime and mental health may be a quite different research problem than the

relationship between organized crime and mental health.

A number of possible fruitful lines of . inquiry can be located in the way
sociogenic and psychogenic factors intersect and interact around the issue of

crime. Clearly, crime and delinquency can be "located" in a statistical sense
among certain social categories. Among youth, the unemployed, males, and

those with low levels of educational attainment who are low income and/or
members of minority groups, rates of official law violations are high. Two

main avenues of investigation would appear to be most useful. One: What
are the specific connections between the institutional experiences of employ-
ment or schooling that create the personal responses that are reflected in

law violation behavior? The social alienation of persons that results from
their exclusion from the world of the school (or from supportive and meaning-
ful employment)

, can build in individuals a sense that they are of little
value, that there is little that they contribute, that they are not connected
significantly to the community, and that they are powerless to change the con-
ditions of the conventional world which are so painful to them. It is impor-
tant that work be extended which identifies the particular points at which
the social context creates pressures, and how these pressures are responded to
in ways that generate criminal behavior. At what point does the school ex-
perience become especially or critically painful? What is the nature of this
discomfort, and by what psychological processes does it become translated into
law violations? At what point and why does the experience with unemployment
create problems . that are a form that lead to crime, and, again, what are the
mediating personal understandings that are involved?

A second avenue of investigation lies in the experimental alteration of
these social conditions. Specifically, what kinds of employment and educa-
tion programs can be developed which produce significant alterations in such
states as alienation, feelings of powerlessness, uselessness, and isolation?
Many studies have shown, for example, that when young persons are directly
involved in teaching roles in the school, their academic and social perfor-
mance is dramatically affected. Other programs have found that when work is
provided which produces in the individual a sense of personal success and
worth, alienation is diminished, and there is a positive sense of integration.

Such investigations assume a complex connection between social forces and
personal, psychological responses. The organizational changes i.e., the
creation of a school or work program, provide the important social supports
which can underpin significant psychological change. What such efforts do,
in essense, is provide supportive organizational experiences which strengthen
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the personal situation and thereby improve the possibility of change in the
individual. Putting it another way, for change to exist, there must be al-
terations both in the individual and in those significant features of the
social environment which are part of the problem. It would seem plausible
that one of the reasons why classical treatment programs have not proven to

be effective is that virtually all of the change has been focused on the
individual, with little or no attempt to comprehensively alter the ways in

which social forces operate to produce profound social vulnerability.

This perspective calls for particular attention to the question of

crime or delinquency prevention. The traditional definition of prevention
has tended to focus on features of the personal or family aspects of an in-
dividual's behavior, again leaving untouched the social realities which pro-
vide the context for that behavior (such as pervasive unemployment, inade-
quate schools, limited community recreation or health facilities). Preven-
tion could be defined or seen as directed specifically at an alteration of

these institutional or social scenes. One of the main directions that pre-
vention might take is the creation of expanded opportunities for employment,
more aggressive and affirmative expansion of educational opportunities, and
the significant improvement for meaningful political participation. Defined
in this way, "prevention" becomes directed at the creation of improved con-
ditions for humane social existence.

RACE, RACISM, AND MENTAL HEALTH

The overwhelming consensus that race and racism persist as among the

most important categories that frame experience in this society is not
accompanied by a commensurate study of its effects. The nature and extent
of racial prejudice and its relationship to mental health is difficult to

delineate in light of the growing awareness of and negative sanctions applied
to expressions of overt racism. Surveys show that people are less likely now
than in the past to agree with prejudiced statements. However, many research-
ers suggest that despite this apparent softening of racist attitudes, racism
continues in more subtle forms. And all agree that racism continues to have
implications for the mental health of its victims.

Comparisons of incidence of mental health problems for ethnic groups
are hard to come by. The few studies that do exist are based on very small
populations which make generalizing to larger populations difficult. Fur-
thermore, these findings are not consistent—some studies show significant
differences between minority and white populations, while others show no
differences. However, most research findings converge to the generalization
that non-whites have higher rates of mental illness than do whites. This is

consistent with findings showing general life chances for non-white popula-
tions to be significantly lower than those for whites. Non-whites have sig-
nificantly higher mortality rates than whites—a fact which suggests that
the former are much more at risk than other members of society. In addition,
senility and a host of loosely defined conditions are more frequently a cause
of death among minority populations. (For the most part these statistics
classify groups as "white" or "non-white"—although a few efforts show that
there are differences within the non-white population.)
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If we look at the use of "treatment" facilities, we find that the non-
white population is disproportionately represented in mental hospitals, resi-
dential treatment centers, training schools, jails, prisons, and schools for

juvenile delinquents. They are underrepresented in such facilities as homes
for the aged and dependent, and the mentally handicapped. In general, the

mental health needs of whites are handled by facilities offering custodial
care while those of non-whites are met largely in correctional institutions.

These figures are usually explained in terms of differential access for

sub-groups of the population. Whites suffering from mental health problems
are often treated by private psychiatrists or psychologists, whereas non-
whites are forced by social curcumstances to rely on public services. It has
also been suggested that the standards of diagnosis may be different for the

non-white population, and this group has a greater likelihood of being placed
in an institutional setting.

The lower rates of cure and longer stays of minorities in mental health
facilities are often explained by the suspicion these groups have for psychia-
try. If mental health problems do arise, they may be more deeply entrenched
and thus more difficult to affect.

There is no evidence that different ethnic groups are biologically pre-
disposed to mental health problems. Furthermore, there are no forms of men-
tal illness which are not shared by both non-whites and whites. Family
clustering of mental health problems is found in both groups, suggesting the
importance of environmental factors. Some studies have suggested that schizo-
phrenia and other psychoses are more common among Blacks, while neuroses are
more frequently encountered among whites. However, these findings leave
problematic the characer of the diagnostic process.

The search for innate causes of mental health or illness has been aban-
doned in favor of explanations that try to locate differences in experiences
of sub-groups of the population. This in turn has led researchers to con-
sider the effects of racism on mental health. Yet, while there is overwhelm-
ing consensus that racism remains as one of this society’s most persistent
characteristics, we know very little about its direct effect on mental health.

A significant part of that research which does exist has examined the
impact of racism on self-identity and self-esteem. There is the suggestion
that racist attitudes define certain social roles for white and non-whites
which prevent direct and open communication between the two groups. For
non-whites, skin color puts one in a unique and socially defined inferior
role. Inasmuch as we define ourselves in terms of the ways others react to
us, impaired human relations lead to the impairment of the more oppressed in-
dividual’s acceptance and understanding of him/herself. This lowered self-
esteem is then linked to one’s state of mental health.

Recent research in the last decade shows an increase in self-esteem
among minority populations. Longitudinal and cross generational studies
should provide interesting findings in this area.

Minority reactions to racism include general mistrust and perceptions
of the world as a hostile place. The degree of mistrust and hostility sig-
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nificantly influences one’s mental health and the way in which he/ she is per-
ceived by others.

There is a general inverse relationship between economic position and
mental health, with greater numbers of the poor suffering from the more
serious mental health problems. To the extent that racist attitudes and
institutional practices have kept minorities in economically disadvantaged
positions, racism does indeed have an effect on mental health. In fact,

racism compounds the effect of poverty.

Another problem linked to mental health and enhanced by racism is the
often forced migration to urban centers. The greater availability of jobs
for minorities in these areas makes for a disproportionate number of ethnic
groups residing in inner cities. The negative impact of urban residence on
mental health is an association noted for all groups, and may be an impor-
tant factor behind the higher incidence of mental illness among the minority
population.

Another concern in research on mental illness among minority populations
is family disorganization. Family structure is influenced by the structur-
ally disadvantaged position of these groups which makes it difficult for men
to get jobs and sustain the cultural expectation of head-of^household. While
it is difficult to assess the precise mechanisms by which family structure
impinges on mental health, it no doubt has a significant impact, simply by
virtue of the deviation from the expected role. High rates of divorce and
illegitimacy provide additional evidence of disorganization among minority
families. Both divorce and illegitimacy are correlates of mental health
problems. On the more positive note, research has suggested that a well func-
tioning family serves a counterbalance to individual and institutional racism
experienced by minority groups.

Research Opportunities and Options

One of the most promising areas for future research on the relationship
between race and mental health is in an area that social scientists have
identified only in the last decade, "institutional racism." The concept has
generated more discussion than research, but that is in part to be explained
by the very organization of the research establishment that resists formula-
tions that would call its own operations into question. Prior to 1960, the

great bulk of research on race and mental health centered upon the individual
and isolated the subject of personal prejudice. Studies on the authoritarian
personality set the stage for hundreds of research projects, in which the
central task was to find ways of measuring a kind of personality that was
prone to being prejudiced towards other racial and ethnic groups. Questions
were designed to focus upon traits of a person that might be associated with
that person’s prejudice.

There was a period in the post-war era in which sociologists broke with
this tradition, and distinguished between discrimination and prejudice. If

prejudice was a feeling state, or inclination, then discrimination was the

overt act. This distinction was important, because it permitted us to acknow-
ledge that one could be prejudiced without discriminating, or that one could
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be discriminating, i.e., against a racial minority, without being prejudiced.
(This latter form.ulation was a breakthrough, and set the stage for the concept
of "institutional racism.") An example of being prejudiced without discrim-
inating would be the case of many voting registrars in the rural south after

the Civil Rights legislation. White registrars there might have had strong
personal negative feelings about Blacks, but Federal law required voter regis-
tration, and it was done. Conversely, a White manager of a northern corpora-
tion might have no discernible or subjectively experienced personal prejudice
against Blacks but because he or she feared that to hire a Black in a high
administrative post might disrupt the social equilibrium of the enterprise,
that manager might choose a White instead. Here would be an instance of

discrimination, without prejudice.

Despite the change of emphasis, this distinction between prejudice and
discrimination still centered upon the individual and his or her thoughts
and activities. The distinction did point in the direction of institutional

racism as a concept, however, because it pointed out how persons could rou-
tinely discriminate racially in spite of their personal feelings or private
life situations. The concept of institutional racism goes further toward
conceptualizing the systematic character of that distinction. When the
routine practices of an institution systematically include one racial group
and exclude (or subordinate ) another racial group, then there is institu-
tional racism. The personal prejudices or spiritual elevation of particular
members of the institution or organization are irrelevant to the concept,
or to the outcome. A recent and timely example: On January 17, 1978, the
Washington Post reported on its front page a Supreme Court decision upholding
the State of South Carolina's use of a test to hire and pay public school
teachers. It was a 5-to-2 decision, with the majority finding "...no intent
to discriminate."

Solicitor General Wade H. McCree said in a Supreme Court brief,
the judgment enables South Carolina to disqualify 83 per cent
of black applicants for teacher certificates, but only 17.5 per
cent of white applicants, to have a 95 per cent white pool of
certified teachers and, through attrition, ultimately to re-
place nearly all of the present 3,000 black teachers with white.
(Washington Post, p. 1)

In the above account, while it may not be apparent that there is a very
direct link between such institutional racism and mental health, that link
is provided by recent research connecting mental illness and economic pros-
perity. For all of its methodological difficulties, this pioneering research
has pointed in a very promising direction, for it finds that rates of entry

;

into mental institutions have varied directly with the state of the economy
ji‘ (New York) for the last century. The circle is completed. The extraordinary
high rate of unemployment of Black youth in American cities in the summer of
1977 reached an all-time high (38 percent), according to statistics supplied
by the Department of Labor in August.

Research has linked contact with mental health facilities with economic
depression. It may well be that institutional racism, as it is coming to be
better understood, helps account for high rates of Black unemployment.
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The interaction between high rates of unemployment among Black youth, a

rising suicide rate among Black youth, a high crime rate among Black youth,
and the institutional practices that exclude or subordinate Black youth es-
capes the attention only of those who personalize social issues, and think
that individual intent is sufficient to explain the outcome of complex human
affairs. Ironically, an important study of race and mental health found
that the best predictor of mental illness among Blacks was a strong positive
response to the belief that "...you can do something with your life if you
try." Supreme Court Justices continue to give rulings that assume that per-
sonal intent is the cutting edge of social policy. Social science research
could do the Nation a favor if it turned its attention, and perhaps some day
the attention of the Supreme Court, to the inadvertent, routine, systematic
practices of institutions that produce stress, anxiety, unemplo 3nnent , low
self-esteem, and just possibly, mental illness.

FAMILY AND MENTAL HEALTH

The last 25 years have witnessed numerous changes which have significant
implications for the structure of the American family. These changes are in-
dicated by the ever increasing divorce rate, the increase in the number of

single parent households, the increase in the number of women in the labor
force, the increase in the number of children in need of mental health ser-
vices, the increase in the incidence of child abuse, etc. Research in the

area of family has been generally responsive to these trends, emphasizing
their implications for family mental health as well as the mental health of

individual family members. This research may be broadly categorized as that
which concerns itself with the husband/wife dyad and that concerned with the

larger family constellation.

Dyadic research has focused largely on the relationship between marital
status and mental disorders. For the most part there is the implication
that marital status has a significant bearing on one^s mental health, although
some attention has been devoted to the relationship between mental health
and the likelihood of occupying different marital statuses.

Research indicates that the divorced population is the most likely to

use mental health facilities and that the married population is the least
frequent among users of such facilities. The utilization rates of the single
population fall somewhere in between these two groups. That divorce is a

significant precipitating factor is indicated by evidence showing higher fre-
quencies of mental disorders for individuals in intact marriages who have
contemplated divorce than for those in marriages in which divorce has not
been an issue.

A further breakdown of these associations by sex shows that admissions
to mental health facilities are higher for married and widowed women than
for men in similar statuses. However, admissions are higher for never mar-
ried men than they are for women.

While there are established statistical associations between marital
status and mental disorders, there has been little in the way of substantive
empirical research on the nature and content of this association. Current
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explanations are couched largely in role theory. Role conflict is seen by

many as the major link; the relatively low utilization rates (of mental
health facilities) of the married population are explained by the fact that

marriage is characterized by more clearly defined social functions and that

this status is more socially acceptable. It is implied that the roles and
expectations encountered by those living alone are more ambiguous, thereby
imposing more pressures on the single or divorced individual.

In addition, research concerned with role conflict within a single mari-
tal status has focused largely on a consideration of sex roles. As attitudes
toward women ^s roles change and as more women enter the labor force, research
suggests that women in marriages are more likely to experience greater role
conflict than their male counterparts.

Supplementing role conflict theories, the statistical associations be-
tween marital status and mental health have been explained in terms of stress.

Married couples tend to be freest from stress while the divorced are the most
vulnerable. There are findings that changes in marital status, especially
divorce or widowhood, act as significant stressors, eliciting stress response
on the part of those involved.

On a more interactional level, some work has examined correlations be-
tween spouses* mental health. In general, partners in marriage tend to show
similar states of mental health. Two explanations have been offered in this
regard. First, some have suggested that assertive mating may be a key fac-
tor—that is, individuals with similar mental health states tend to select
each other as spouses. However, a major critique of this theory is supported
by the evidence showing that correlations are very slight during the early
stages of marriage. The second, and more defensible explanation suggests

I
that there is a process of ''pathogenic interaction" which takes place between
spouses and thus accounts for the high between-spouse correlations.

Taking a somewhat different tack, another body of research has suggested
that certain mental health states predispose some to occupy particular mari-
tal statuses as opposed to others. For example, a major hypothesis is that
the high rates of utilization for the unmarried population (as compared to
the married population) is best explained by self-selection and that these
individuals are less likely to get married in the first place.

I

Much of the, research on marital status and mental health has been used
as a predictor of patient outcome and as a way of assessing the mental health
needs of communities. These efforts have been relatively unsuccessful.
Marital status appears as an important intervening factor in patient outcome,

|l however, the interaction between spouses and the larger family constellation
emerges as a more important variable. Similarly, using marital status as
a means of assessing or predicting the mental health needs of a community
falls short as researchers discover the difficulties of untangling that di-
mension from the other related characteristics of the population.

Research on the family unit as a whole has largely focused on the re-
lationships between parents and children, emphasizing the ways in which parents
shape the mental health of their children. Psychologists have generally dealt
with socialization in terms of parental qualities, e.g., "restrictive," "per-
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missive,” "warm,” etc., which determine the pathology of children, e.g.,
"the unengaged child,” "the over-controlled child,” and "the under-controlled
child.” However, consistent relationships between parental socialization
styles and child behavior have yet to be demonstrated. This ma}’' be due in
part to the absence of systematic conceptualizations of these characteristics
and the subjective interpretations employed by those making diagnoses.

There is more evidence that attachment between parent and child is in-
deed a crucial factor in the development of mental health. Major disruption
within the family or in the life of the child is frequently countered by
close bonds between parent and child. The quality of this attachment is de-
termined by many factors which include both the characteristics of the primary
caretakers and the child him/herself. That this bonding process may begin
at birth is suggested by research indicating the importance of mother-child
interaction within the hospital setting.

In recent years, there has been more emphasis on the interactions be-
tween parents and children, based on a recognition that children do exert a

significant influence on the way in which parents deal with them. For exam-
ple, more attention has been devoted to the role of children's behavior in
child abuse situations. Instead of focusing exclusively on the causal effects
of parenting, the relationships between parents and children are seen more
in terms of an interactive process. This research is in an early stage, and
is at best, suggestive.

The internal relationship between parents and its impact on children
has received considerable attention. Parental conflicts have been implicated
as a significant factor contributing to the emotional disturbances of chil-
dren. Most often the outcome is manifested in aggression and anti-social
behavior on the part of the children. However, studies of this sort have
focused on those disagreements related to childrearing practices and to a

much lesser extent on the general quality of the parents' relationship to

each other.

The growing number of non- traditional households has prompted the de-
velopment of research efforts designed to document the impact of working
mothers on children's mental health, and to explore the implications of sin-

gle-parent families. With regard to the first of these issues, there is

no clear-cut evidence that the increased employment of women has affected
the mental health status of children in any given direction. Investigations
of single-parent families has been conducted since the turn of the century.
However, most of this research was aimed at an examination of the negative
qualities of single-parenting, and often used for expressly political ends.

Early research on single parenting focused on low income and minority
families, finding high incidences of pathology among the children involved
in such families. Today's researchers, however, are forced to acknowledge
that single parenting is a more widespread cultural pattern. Attempts to

study the effects of single parenting are confounded by characteristics such
as the level of self-confidence of the parent, income level of the house-
hold, and ethnic variations in childrearing. In addition, the rapid change
in social attitudes toward single parenting (no doubt a reflection of their
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increasing visibility) casts a suspicious light on research looking for

pathology within such families.

There is a growing trend in family research to focus on the family as it

is influenced by environmental factors and a movement away from tendencies to

view the family as an isolated unit. There is increasing sophistication that

cultural milieu and socioeconomic status do indeed have an influence on the

mental health of families. For example, low income families tend to exhibit

more mental illness than do families of higher statuses. We also know that

work is an important factor in mental health, with the absence of work often
leading to pathology.

Research Opportunities and Options

By and large, research concerned with the relationship between the family
and mental health has focused on explanations with the cast of pathology,
looking to the family to discover its capacity to undermine the mental health
of its members. Focus of family research has traditionally been on identify-
ing s}nnptoms, deficiencies, and deviant behavior rather than upon identifying
strengths, skills, competence, adaptive behavior, and social and emotional
adjustment. We have very little information as to the possible positive

III contributions the family may make to successful personal development. As an
underlying orientation, much of future research should be dedicated to a

greater exploration of the way in which differing family structures and re-

lationships foster mental health. This would require more of an effort to

III understand the dynamics within the family and between individual members.

Statistical associations between marital status and mental health suggest
many areas for inquiry, and research is now needed to explore the nature and
content of these associations. We first need a better understanding of the
way in which such statistics are accumulated. Once we have an understanding
of such relationships we will better know which statistics are relevant to

an inquiry into the relationship between marital status and mental health.
In this regard, it is important to take into account the various ways in which
marital status is defined by individuals— that is, the meaning that individuals
assign to their particular status. It may well be that these more subjective
interpretations of marital status and intimacy are better indicators of mental
health than the simple categories of "married," "divorced," "single" imply.

Etiological discussions of divorce as an instigator of mental illness are
at this point premature and in light of the increasing divorce rates, may be
irrelevant. Divorce is becoming a more accepted feature of American life and
as such, divorcees are less subject to stigmatization. Furthermore, there are

1 numerous divorcees who do not suffer mental disorders. We need to explore
whether the statistical associations between divorce and mental disorders are
spurious and whether factors related to general interactive processes are
more accurate indicators of mental health problems.

Focusing on interactive processes may better enable us to take into
account the issue of remarriage. While we do know that there is considerable
pressure placed on the divorced to remarry (and indeed a significant number
of them do enter into second and third marriages), we know very little about
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the factors that come to bear on such decisions. While the notion of remar-
riage is consistent with role theory ^s suggestion that being a spouse is the
more securely defined status, a host of interpersonal issues loom in the
background and may provide more comprehensive explanations.

One authority notes that marital status may not be the most crucial
issue and suggests that marital history may be a more appropriate approach
to an understanding of mental heatlh as it relates to family. Marital his-
tory may be shaped by needs for intimacy or commitment and by previous inter-
actions. Simple statistical associations do not allow us to treat marriage
in this way. Future research should focus more on substantive study on the
processes involved in decisions to marry, divorce, and remarry.

With regard to the family as a unit, a similar approach should be adopted
to focus on the interactions between all family members. While most research
has focused on the impact of parents on children, inter-parent, and parent-
child dynamics need further exploration. The assumption that parents, especi-
ally mothers, are largely responsible for shaping the mental health of thier
children has created a lack of knowledge about the role children play in the
family situation. Children may in fact have a greater influence on parents’
behavior and mental status than is generally regarded to be the case. Parents
are not immune to the behaviors of their children and no doubt adapt their own
behaviors accordingly. To this end, observations should focu-s on the ways in

which parents and children act toward and react to each other.

In addition, we know very little about the roles men play in the family
situation. Most research has focused on the psychological absence of fathers,
suggesting that it is a major cause of family pathology. As more women enter
the work world and men and women take on more equal childrearing responsibil-
ities, it becomes increasingly important to examine the contributions of

fathers and husbands to family development.

Perhaps the biggest problem with family research to date is that it ig-

nores the larger situations in which families find themselves. It now seems
important to consider the living situations in which families operate: for

example, who lives in the household and how does the household function as a

unit. In this regard, data gathering should move beyond the gathering of

statistics and pay closer attention to the way in which individuals perceive
their living arrangements and the expectations and obligations that go along
with them.

A more comprehensive examination is needed to uncover the implications
of more general social situations for family mental health. Those studies
suggesting that families living under poor socioeconomic conditions suffer

more mental disorders than those in more advantageous circumstances are useful
in this context. However, considerations of income do not convey the com-
plexity of family-environment interactions. It has been suggested that a

most obvious line of research is the area of the work-family intersection.
Again, this type of research is important in light of the greater labor force
participation of both men and women. We do know that work is an important
factor in mental health and that the absence of work often leads to pathology.
However, we do not know how individuals combine their work and family lives.

That there is some interaction between these two spheres is suggested by the
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fact that occupational stress has an influence on family dynamics and convers-

ly, that one’s homelife may have an impact on job performance. On a more
positive note, we should focus our attention on the way in which family life

may mediate the relationship between work and mental health, and vice versa.

For example, in those cases where a stressful work situation may lead to men-

tal health problems, it may be that a "healthy” family situation may prevent
such problems. Questions and observations should be devoted to the way in

which individuals integrate both work and family into their lives.

It is clear that single parenting is becoming an important pattern of

childrearing in this culture and for this reason major research efforts
should be devoted to this area. Several researchers have suggested that the

focus of such research should shift from an emphasis on the negative impact
of such parenting patterns to an emphasis on the ways in which individuals in

such families manage their situations succes-sfully . Research should be

directed toward investigations of the ways in which single parents deal with
such problems as lower income and self-esteem, and the ways in which children
cope with having only one parent in the home. Again, it is important to

keep in mind the effects of other social variables which confound our obser-
vations of the effects of single parenting.

Several general recommendations should be kept in mind in future inves-
tigations of the relationships between family and mental health. First, as
noted above, it is especially important to identify and observe the processes
within successful families.

Secondly, in light of the recognition that families are not isolated
groups, it is important to center on the interactions between different spheres
of the environment and the family. This suggests that research strategies
on statistical associations need to be supplemented by observations and con-
siderations of the perceptions of family members themselves. More longitud-
inal studies of families are also needed, as factors of development and aging
must be researched in processible terms.

Finally, we need comparative studies of Puerto Rican, Chicano, Asian-
American, Native American, and Black families so that we can better understand
variable conceptions and adjustments to mental illness. Rates of contact
with health facilities vary dramatically from one group to another. Only
close observational work will provide answers as to why these variations exist.
This in turn requires the training of researchers who can earn and obtain the
trust of those whom they study, and whose perspective on the research enter-
prise is enlightened by the notion of reciprocity between researcher and sub-
jects.

DOMESTIC VIOLENCE AND MENTAL HEALTH

Violence occuring in the home most generally takes the form of child
abuse or wife abuse—or at least these are the areas to which most attention
has been directed by researchers, journalists, and public agencies. Research
in this area is particularly difficult due to the fact that home life has been
generally regarded as a private domain. The growing public concern for the
increased incidence of reported abuse cases in recent years has caused author-
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ities and researchers to investigate this more hidden arena of potential rele-
vance to mental health. While the patterns of child abuse and wife abuse
are similar in many respects, they have been considered separately.

Child abuse has received more attention, in part because evidence is ob-
tainable from interested third parties outside the home such as physicians,
teachers, and social workers. While it is commonly noted that child abuse
is on the increase, it may well be that the greater sensitivity on the part
of the public and professionals to this phenomenon and the greater willing-
ness to report such incidents are partial explanations of this increase.
Nevertheless, in 1975, the government announced that more than a million
American children suffer abuse or neglect and of these, one in five die from
their mistreatments. Yet child abuse is probably one of the most underrepor-
ted crimes.

While laws in this area are vague and unclear, abuse is generally regar-
ded as an act resulting in physical injury by other than accidental means,
and neglect is the failure of parents to supply basic adequate care of the
children. The lack of a more precise definition makes the relationship be-
tween acceptable childrearing standards and actual abuse and neglect somewhat
problematic. This should be kept in mind through the following discussion.

The alarm over child abuse has precipitated numerous research projects
intended to provide typologies of neglectful and abusive families. The em-
phasis has been largely concentrated on the maladjustment of parents who en-
gage in such behaviors. Examining the relationship between parental mental
health and abusive tendencies, several types of parents have been suggested.
Six such types have been noted which generally encompass observations made
by other researchers. Perhaps the most severe of these is the "psychotic"
parent, seen as unpredictable, ritualistic, and sometimes violent. In this

case, infanticide and child homicide are more likely outcomes. Secondly,
there is the "perversely angry and abusive parent" who uses abuse as a general
expression of rage and hostility. These parents are often seen as acting on
feelings of personal inadequacy and alcoholism; eviction problems, poor finan-
cial management and housekeeping are typically associated with this style.

Thirdly, there are the "depressive and passive-aggressive" parents for whom
abuse represents resentment and anger at having to meet the needs of others
and the inability to meet the expectations of the parenting role. Less severe
cases of child abuse often involve parents who are categorized as "cold, com-
pulsive, and disciplinarians." There are also those parents who are generally
adequate in their parenting styles, but who tend to displace tensions arising
from marital conflict onto their children. And finally, there are those
parents undergoing some "role/identity crises" where abuses result from dis-

placed anger at a loss of capability for role performance.

In addition to these typologies, psychological research on abuse has

also attempted to explore the phenomenon in terms of maternal deprivation.
That abusive parents have often been abused as children is seen as the result
of a lack of mother love which in turn prevents the development of parental
commitment and thus leads to abuse tendencies. Such work assumes that the

maternal influence is far greater than that of fathers—an idea which is

suggestive, but which calls for more research on the contribution of fathers

to child development.
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Such explanations are important in describing parental patterns in abuse
acts, however, caution should be exercised in attributing explanatory power
to what are essentially typologies. Pathological emphases are generally de-
rived after the fact. Once the abuse occurs it is viewed as deviant, attempts
to explain it are couched in terms of pathology. Many researchers have sug-
gested that abusive parents are not easily identified as atypical members of

society.

The psychological profiles of children involved in abuse incidents are

not well developed, but from what we do know these children are not unusual
in mental deficiencies, physical disabilities, or psychoses. However, as we
might expect, these children show seriously impaired relationships with the

abusing parent. Signs of emotional disturbance are usually observed as over-
reactions to hostility, depression, hyperactivity, destructiveness, and fear.

In general, abused children seem to relate well with adults other than their
own parents, but the children often do feel an attachment to their parents,
and removal from the home is not an easy adjustment.

Research has focused on parental characteristics and the implications
for the child's well-being and development. It is generally assumed that the
child’s role in precipitating abuse incidents is negligible. In almost all
respects, the direction of causality is cast as moving from parent to child.
However, in recent years there has been some interest in the dynamic proces-
ses between parent and child, and more attention has been given to the role
that children play in abuse situations. This shift in focus attributes more
individuality and determination to the child, rather than treating him/her
as an empty vessel into which parents pour their own neuroses and pathologies.
Research examining these more dynamic processes are in the early stages.

The more sociological approach to child abuse has focused on the roles
of socioeconomic status, unemployment, and availability of family support
systems. Abuse is not limited to particular socioeconomic strata, although
the agencies and individuals coming into contact with these cases appear
to vary with class. Members of more privileged classes tend to use private
physicians and psychologists (who may be less likely to report events to pub-
lic authorities), while poorer families are processed in county agencies, such
as welfare departments and the like, (The exceptions to this are those States
where all suspected abuse cases must be registered with welfare authorities.

Giavonnoni, in her review of the social correlates of abuse and neglect,
finds significant differences between the two types of cases. Abuse tends
to be randomly distributed across all socioeconomic groups, indicating a

closer association with intrapsychic and interpersonal difficulties. Child
neglect, on the other hand, seems to be more common among lower socioeconomic
groups. Mental health problems are not unrelated to socioeconomic status in-
sofar as it is related to the stresses of poverty. The relationship between
poverty and abuse is not necessarily negated.

In addition, to simple demographic characteristics, Giavonnoni suggests
that it is also important to consider the availability of community support
systems to families in which abuse has occurred. She notes that poor families
are shunted into community organizations that are primarily punative and regu-
latory and diverted away from those that may offer support and guidance in en-
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hancing parental role performance. Her approach is to consider these families
|

as victims of external social violence rather than perpetrators of mistreat-
ment .

;

There is a growing body of evidence which suggests that child abuse is
;

the result of numerous conjoining factors. The psychological characteristics
of parents, their use of family services, and the social struture situations
in which they find themselves are all important in predicting abuse.

Research on wife beatings has been quite limited. It has only recently
been recognized as a major social problem. Collecting data as to the incidence

of wife abuse is plagued by several problems. First, wife abuse is not an
official category of criminal law. Most statistics are derived from "domes-
tic disturbance" calls received by police and hospital records. Conflicts
between husbands and wives which result in injury or death are usually classi-
fied as "assault and battery," "aggravated assualt," or "homicide." Police
accounts and hospital records seldom include reports of wife abuse even when
these acts occur. Much of this neglect in reporting is a consequence of

|

women’s reluctance to admit to abuse. Wife abuse is believed to be the most
underreported crime—even more so than rape, where some experts estimate
only 1 in 10 incidents are reported.

!!!

Despite the problems in discovering the incidence of abuse, several re-
searchers have made efforts to describe the characteristics of these incidents.
Psychological profiles of abusing husbands and abused wives are difficult to
derive as physical violence between partners is rarely a topic of conversation
in the family or individual therapy situation. Most of the evidence comes ::

from reports of wives, as husbands are very reluctant to discuss the issue.
Wives describe their husbands as "angry," "resentful," "suspicious," "moody,"

ij

and "tense." Professionals often view abusive husbands as "losers," who act
j

out of general anger toward themselves as well as frustration with their lives. !

It has been suggested that wife-beaters are alcoholics, psychotics, or "plain I

and simple bullies." Few use the term "psychopath" although personality dis-
orders are viewed as instrumental in abuse incidents. "Psychopath" may indeed

,j,

be an appropriate categorization, classifying abusive husbands as agressive,
dangerous, and deeply immature. On the other hand, irrationality is not the
key to understanding attacks within the home. This suggests instead that
violence is a response to the stress in one’s life and to the threat against
one’s identity. Even actors in the scene do not know what triggers an abuse

|

incident. Many women report that they have no idea as to what precipitated
the event. There is no clear evidence to suggest women’s roles in the abuse
incident which may in part be due to the lack of evidence collected from hus-

|

bands. Researchers have noted that verbal arguments do not seem to be instru- !

mental in abuse cases.
i

Profiles of battered wives show several common features, the most impor-
|

tant of which is fear. Fear is seen as the primary explanation as to why
i

these women stay in the household, despite the threat to their health or lives.
j

In addition, abused wives are characterized by low self-esteem and little
I

self-respect. These women are also plagued by what one researcher calls the
j

"oh-but-he-needs-me" syndrome. Most psychological profiles of abused women
^

are intended as rationalizations as to why they continue to live in the
I

abusive situation.
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Research on early childhood experiences of both husbands and wives as

predictors of later family violence shows that people who saw their parents
engaging in physical violence were more likely to engage in similar activi-
ties than spouses who never saw their parents fight. As is the case with
the abuse of children, people who were abused by their own parents are more
likely to use physical violence with their spouses.

The role of culture in shaping attitudes and explanations of the married
role is clearly important. The belief that marriage makes women the property
of men gives sanction to a certain amount of violence within the household.
Several researchers have noted that incidents of violence are often regarded
as normal and acceptable between married partners. This explains, at least
in part, the fact that abuse typically begins only after marriage and is un-
common during courtship.

Many of the rationalizations offered by abused women for staying with
abusing husbands are based in guilt for failing to meet the expectations
associated with marriage in this culture. Women commonly hold the belief
that they are not living up to their roles as wives, and thus are deserving
of abuse, (Similar feelings are observed among abused children who feel they
are deserving of their abuse for not meeting the role expectations of their
parents,

)

Looking at the more specific social correlates of wife abuse, this
phenomenon seems to cut across all income and educational levels (contrary
to beliefs held by many that abuse is a lower class pattern) . One researcher
found that one-quarter of American adults accepted marital violence. Further-
more, this acceptance was not related to income or education. Low income
people are no more or less accepting of violence than those in higher income
categories. The problem of the way in which abuse cases are reported, or
not reported, makes it extremely difficult to arrive at a precise breakdown
of incidence within sub-groups of the population.

Summarizing, wife beating and its continuation is probably the result
of the personality characteristics of spouses, the cultural interpretations
of marriage, and the way in which individuals react to environmental stress.

Research Opportunities and Options

On a cultural level it is important to draw distinctions between accep-
table patterns of childrearing and husband-wife interactions in order to
have a clearer idea of the point at which abuse begins. This conceptualiza-
tion moves beyond the scope of present research efforts, although it is im-
portant to keep in mind in future endeavors.

A crucial factor to consider in the course of research is the way in
which evidence is accumulated. The problems of wife abuse reporting have
been discussed above. However, there are additional problems with using
case records to gain an understanding of abuse in general. This technique
is somewhat limited in that it permits us to take into account only those
cases that come to the attention of authorities and are incorporated into
files. Several studies have shown that the classification of events as
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"abuse" (or for that matter, "criminal") is subject to the individual inter-
pretations of the situation and the particular guidelines of the agenices in-
volved. Subjective interpretations are based on the relative importance in-
dividual assessors assign to the features of a situation. Evidence indicates
that there are cases of so-called abuse that escape the labeling process.

This concern gives rise to several other considerations for future re-
search. First, once an abuse case has been identified, professionals and
researchers alike have tended to look for pathologies as explanations of this
behavior. While abuse is probably linked to some kind of personal problem,
focus on personality aberrations has done very little to increase our know-
ledge of preventative measures. Future research should supplement this
"pathological" model with consideration of family dynamics. Comparisons of

abusive families and non-abusive families are important in this regard and
emphasis should be placed on an understanding of general family dynamics.

With regard to child abuse, it is important to view childrearing prac-
tices in a cultural context, with such factors as sex, birth order, health
status, and the child’s behavior taken into account. With reference to wife
beating, research should focus on the patterns of interactions between hus-
bands and wives, and the cultural norms which influence these interactions.

The distinction between abuse and neglect has been an object of concern
for researchers in the area of child abuse; however, neglect is relatively
undefined. Neglect need not be a predecessor of abuse, but it should Itself
be a topic of further study of parental mistreatment. While social situations
may cause neglect to be more common among low income families, neglect does
occur in families of higher social standing. This dimension of domestic
violence is in need of greater attention—not only for children but wives as

well.

Consideration should be given to psychological abuse and neglect, an

area often ignored by both professionals and researchers. These interactions
are by far the most subtle, although the scars are as severe. Focusing re-
search in this area implies careful observation of family dynamics and efforts
should be made to describe these interactions in more complex ways than the

language of psychopathology permits. This type of research is closely linked
to research concerned with the family.

The family is not an isolated unit, and the responses of its members to

environmental stimuli are important to family functioning.

It is important to consider the support systems available to families

—

they no doubt play an important role in preventing abuse as well as helping
families cope with abuse situations.

In addition, research should apprehend the extent to which violence is

approved in this society and its ramifications for family mental health. The
visibility of violence is especially apparent in the case of television. The
large number of television shows including violent scenes is well documented.
One study demonstrated that children see an average of one act of violence
every three minutes during Saturday morning viewing. Continued research con-
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cerned with TV violence is necessary, while efforts should be made in expand-

ing our understanding of the influence of societal violence on mental health.

While hinted at in some research, more work is needed to discover the

relationship between child abuse and wife abuse. It is often noted that

abused women take out their own hostility on their children. This observa-
tion points to the larger problem of how women cope with their abusive hus-

bands. There have been studies in terms of the ways in which abused women
rationalize staying with their husbands (which they tend to do), however,

more extensive research efforts are necessary to discover the impact of these
decisions to stay on the way .in which family members interact.

One final note must be made in a discussion of suggested research. While
the relationship between domestic violence and mental health has taken place
largely in the context of child abuse and wife abuse, it is appropriate to

consider the topic of husband abuse, perhaps more at the level of subjective
perception. Men are tightly bound by cultural expectations which dictate
that weakness is a fault. This final concern for "abused" husbands brings
a consideration of domestic violence full circle, including all members of

the family unit and suggesting that it is indeed a dynamic process.

In sum, research concerned with domestic violence must take into account
the entire family structure, with an emphasis on interactional processes.
Examining the relationship between single factors (i.e., personality traits
or specific demographic variables) and domestic violence seems futile. Only
when we have an understanding of family interactions can we suggest measures
which serve to prevent abuse cases. Until that time, as for treatment, it

is difficult to employ much more than short range intervention techniques.

LEISURE AND MENTAL HEALTH

While common sense has linked leisure and recreation to mental and physi-
cal health, very little social science research has taken place in this area.
For the most part, research concerned with leisure and recreation has focused
on time budgeting and tendencies to engage in particular activities.

"Free time," as compared to work time, has increased significantly for
most Americans. Between 1950 and 2000, it has been estimated that leisure
time will have increased by 600 percent, while work time will only have in-
creased by 300 percent. Much of the increase in work time, including that
which we presently observe as well as projections for the future, may be ex-
plained by population growth and lengthening longevity. Some work has been
done to ascertain the extent to which workers who have increased their spare
time, absorb it again in second jobs or "moonlighting." It has been estimated
that as much as 25 percent of the work force has a second job.

Efforts to examine the ways in which different subgroups of the popula-
tion spend their time are few. There is a lack of age-graded research which
might suggest the different patterns of time allocation throughout the life
cycle. Comparing occupational levels, many researchers have noted that those
at managerial levels have more hours of work time, with leisure time being
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eaten up by social and professional commitments. Comparisons between the
sexes show that working women have less free time than working men. However,
despite the increased knowledge of time budgeting patterns, very little atten-
tion has been devoted to the way in which these patterns impact mental health.
While researchers have taken into account the influence of occupational pres-
tige, social class, and possible role conflict for working women as signifi-
cant for one’s state of mental health, there is no comparable body of research
examining the correlation between relative amounts of leisure time and mental
health.

Looking at the ways in which leisure time is spent shows a breakdown in
terms of passive and active leisure pursuits. The relationships between the
nature of activity (or passivity) and mental health have been ignored. There
has been some concern over the effects of television viewing on mental health,
although these discussion have focused on the specific content of television
shows with a special emphasis on the effects of television violence. While
there is the popular assumption that active leisure enhances mental health,
there have been no significant studies linking sports activities to mental
health. For example, there is no body of research that attempts to examine
possible mental stresses of amateur competition. Recently there has been
some evidence suggesting beneficial effects of pattern exercising, e.g., jog-
ging, on psychological states.

There is very little research employing a life cycle framework to examine
the way in which leisure time is spent among various age groups. However,
the relationship between physical fitness and mental health for the senior
population has yet to be explored. Surprisingly, there is no research to

indicate the relationship between leisure or recreational activities and the

incidence of senility.

Several patterns emerge if we examine the types of lesure activities
engaged in by members of different socioeconomic statuses. Despite the fewer
number of hours relegated to leisure pursuits among the managerial class,
they represent the bulk of sports enthusiasts and practitioners, travellers,
readers, and theater goers. To be sure, the activities one is involved in

are determined by the resources available to him/her. As passive and active
entertainments have become increasingly characterized by the use of gadgets,
vehicles, and instruments, financial considerations become more important.
Many of the leisure activities promoted by this culture are out of the
economic reach of a large part of the population.

The extent to which family time has increased or decreased with leisure
time has been virtually ignored, despite the emphasis researchers place on

the family for its capacity to shape the mental health of its members.

From the evidence, it is impossible to draw any conclusions about the

relationship between leisure, recreation, and mental health.

Research Opportunities and Options

As leisure time increases it is more important to take into account the

impact this time has on mental health. It seems important to accurately iden-

R 281



1799

tify leisure time making sure that the concept conveys more than simply non-
work time. Time spent away from one’s place of work is not necessarily
"leisure" as it encompasses that time used to meet other personal obligations
or commitments. As noted above, we must also take into account those people
who fill a large part of their "leisure time" with second jobs.

Perhaps most important is to discover the ways in which leisure enhances
or detracts from mental health. Research in this area should view leisure
along several dimensions. First, spare time activity must be examined in

terms of its more specific content; that is, the types of activities regarded
as lesisure or recreation. Secondly, these types must also be viewed in terms
of the meaning and significance individuals assign to them. This considera-
tion takes into account the ways in which individuals interpret and integrate
both their leisure and work time. Furthermore, a look at the way in which
leisure time is spent should include a consideration of the relative impor-
tance of both leisure and work throughout the life cycle. Finally, research
in this area should keep in mind the way in which the allocation of time and

the way in which it is spent is linked to one’s social structure situation.
In this regard, it seems important to keep in mind the effective of relative
deprivation on the mental health of the more disadvantaged populations.
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SOCIAL POLICY AND SERVICE DELIVERY RESEARCH

INTRODUCTION

The need for adequate social policy research is highlighted by a cursory
examination of the list of task panels. The work of every panel has impor-
tant policy implications, and almost every panel decries the absence of a com-
prehensive information base upon which to construct policy. Questions of the
scope and boundaries of mental health, prevention, the organization and struc-
ture of services, access and barriers, costs and finance, manpower, the pro-
motion of mental health, legal and ethical issues, deinstitutionalization
and so on, are all policy questions. Unfortunately, social policy research
has been generally neglected as an area of serious endeavor within the broad
field of mental health.

Currently, policy research is limited by (1) problems in definition,

(2) lack of adequate data, (3) lack of trained investigators, and (4) absence
of centers of excellence for organized policy research. Important questions
that Commission members and panel members wish to see answered simply cannot
at this time be addressed because of our limited capacity in this area.

1. Problems in definition. It has been stated that it is necessary to

face the fact that the goal of ’mental health’ offers too loose a criterion
for any specification of problems to be addressed within one domain or for

specific help to be provided within one system. As a result, a very large
part of the community mental health service structure works with a vaguely
conceptualized group of interventions. In effect, any time of maladjustment,
difficulty, tension or malfunctioning—individual or societal—becomes rele-

vant. This statement points to a dilemma in mental health policy research
as it exists between two already established policy areas, general health
policy research and social welfare policy research. Definitional precision
might insist that policy research oriented toward the care and treatment of

the mentally ill could be framed within the context of general health policy
research, whereas policy research in regard to personal social services, hous-
ing, employment, educational counseling, welfare support, etc., might be

approached through the use of relevant social welfare policy research method-
ologies. Indeed, it might be interesting to discover whether delivery sys-
tems whose major articulated purposes are in the social welfare area (e.g.

adequate housing, income support, emplo3nnent counseling, etc.) are as effec-
tive in enhancing the quality of life and limiting disorder as when equiva-
lent services are delivered either through part of the mental health system
or in collaboration with mental health services.

2. Lack of adequate data. Problems in definition confound collection
of adequate data. Information about manpower which differentiates among the

tasks, and time spent in various task activities, particularly in relation-
ship to whom is served, is lacking. Information about the impact of financ-
ing on delivery of services is limited. The Biometry Branch of the NIMH has,

for years, attempted to develop standardized reporting systems about patient
care episodes and has supported the development of geographical case regis-

ters, so that in selected areas almost all patient care episodes can be re-

ported and studied. Nonetheless, the Task Panel on Planning and Review note.
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"at present we lack uniform data on mental health resources and their utili-
zation, as well as valid indicators of need for mental health services."
They recommend that a uniform set of definitions concerning mental health
services and programs be developed and implemented, and that a uniform data
system be developed and implemented so that information might be available on

individuals who receive services and so that information would be available
on the programs and individuals who provide those services.

Systematic studies have begun to outline the manner in which mental
health services are delivered. They point to the overlap in the diverse sys-

tems which provide care; State hospitals, community mental health centers,
nursing homes, general hospitals, private practitioners, etc., and point to

our need to understand the complicated multiple fiscal bases which underlie

I

service delivery. There is a current need to develop adequate fiscal data
about the cost of clinical services and the relationship of cost of service
to clinical outcome. There is also need to develop data about the cost of

personal and social welfare services which enable the disabled to live within
the community at various levels of function,

3. Lack of trained people. The number of qualified individuals engaged
in mental health policy research is extremely limited. Research in this area
depends upon the development of trained cadres of investigators with relevant
skills. For example, currently almost no economists are involved in mental
health policy research. In a 1977 report by the National Research Council on
Personnel Needs and Training for Biomedical and Behavioral Research , data are

available about the number of individuals trained in the general area of health
services research, ADAMHA has sponsored the training of fewer than 60 indi-

1
viduals in total. In addition to those trained individuals working in the
field, numbers of others are engaged in health services research without any
adequate background.

I 4. Absence of centers of excellence for policy and research. The de-
velopment of specialized institutes has served a major organizing function
for policy research in other areas. The National Academy of Sciences, the

1

National Academy of Engineering, and the Institute of Medicine have all
jointly utilized the National Research Council as a resource for the develop-
ment and conduct of policy research studies. Various universities have de-

1
veloped research institutes for the conduct of specific forms of policy re-

j

search. The reknown of the Brookings Institue and the Rand Institute are

I

worldwide. Currently, there are no similar structures available for the con-

j

duct of mental health policy research. Such structures serve to highlight
!

the importance of policy research within a particular area and develop inter-
I disciplinary bases for the conduct of such research. They also stimulate

training of new investigators,

j

Thus, our current capacity to conduct meaningful policy research in the
field of mental health is limited. Therefore, significant questions must

I

remain unanswered and critical policy issues must be decided without adequate
information.

j

Not every area where one wishes to ask questions can be usefully address-
ed by research strategy. For example, an administrator of a large program
like ADAMHA needs to keep the activities of that program visible and to under-
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stand the policy choices that are available, and make short range estimates
of the consequences of various choices. These activities involve looking
at information about the various programs but are usually addressed by "pro-
gram evaluation" or program analysis and planning activities that we feel
should not be confused with inve,stigative research. This "principle" applies
at all levels to organizations that are too large for the manager to carry in
his head . For example, a director of a community mental health center needs
to know how staff resources are being spent, who is being served, what ser-
vices are being provided to them, accessibility and acceptability of those
services, client satisfaction with those services, and clients’ level of

functioning before and after services. In principle, we wish that all mana-
gers could monitor the effectiveness of their services, but practical and
efficient methods for this are not available. The information that the manager
needs to oversee program operation requires knowledge about what is happening
and the relationship of practice to policy.

Health services research, then, is an area of applied research. It

seeks to understand important issues through the application of rigorous in-

vestigative techniques. It will not, we hope, be confused with "program eval-
uation" (the practice of collecting information in order to make existing
programs visible so that managers at all levels can make more effective deci-
sions). This useful activity is not systematic research; the quality of the

information collected varies with the nature of the program to-be examined,
and the task is not the development of information which can be generalized,
but rather information of use to program managers.

A second area of overlap is what is sometimes called policy analysis , or

the review of existing knowledge about the impact of specific policies, their
costs and benefits, and the consideration of alternative potential policies
in the light of this knowledge. A third area includes the techniques of

"quality assurance" which apply standards reflecting our best current know-
ledge to the delivery of services in order to assure that the services pro-
vided to our patients are as effective as we know how to make them.

The blurring of these various activities sometimes leads to inappropriate
"evaluative" approaches to what would more effectively be considered research
questions. For example, some issues about the organization of services can

best be answered by comparative experiments involving multiple organizations
and not by evaluation of a specific setting in the hope that information will
be easily transferred to other settings, where funding patterns may differ and

where staff and patient characteristics may vary; for example, community accep-
tance, support, and involvement. Questions about patient outcomes require
major controlled clinical studies rather than individual clinician-generated
information. Assessment of needs requires methodologies rooted in epidemio-
logical studies of disorders and their outcome requiring years of attention
by capable investigators with adequate support. A different method in every
community is not the answer, since needs in one area cannot be adequately
compared to those in another area.

There is a need for good mental health services research. Such research
examines important policy questions about aspects of service delivery utiliz-
ing rigorous research methods. It is often time consuming, and costly. The
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development of adequate knowledge about complex questions requires time. It

requires a commitment to asking difficult questions before embarking on major
new policies, and a willingness to openly confront unanticipated and possibly
deleterious consequences. It clearly requires competent investigators. We
have not supported the training of a significant number of mental health
policy researchers. Thus, the reserach community does not have very many
scientists who spontaneously and virgorously attack the problems that policy-
makers anticipate. This problem is intensified because support of service

research initiatives is provided primarily through the mechanism of writing
requests for proposals for brief contract supported policy investigations or

"program evaluation" studies. This provides no incentives to look upon the

general field as possessing stability, and raises questions about the commit-
ment of funding agencies to serious endeavors.

With major new national legislative directions—health services legis-
lation requiring delivery of extensive new services through CMHC’s (Community
Mental Health Centers) and prospective national health insurance; with new
health planning legislation being implemented; and with increasing complexity
in the environment in which services are delivered—establishment of patient
rights, continuation of deinstitutionalization, development of standards for
quality and cost control— the expansion of mental health services research
and development on major service delivery policy issues is an absolute neces-
sity. Adequate policy research extends beyond clinical and treatment research
considerations to encompass questions about (1) the organization and manage-
ment of services; (2) economic analysis and financing; (3) issues of account-
ability; and (4) manpower. Certainly many policy issues cross over several
areas, but for purposes of discussion we will illustrate issues in these
areas, and point to some problems which cross areas.

Organization and Management

Studies in this category deal primarily with the planning, regulating,
and managing of mental health services, as well as with issues in community
relations and decisionmaking. This area is not concerned with alternative
treatment approaches so much as it is with the way systems of services are
planned, organized, and managed Much research has been conducted on the in-
ternal management and organizational issues for community mental health ser-
vices without clear evidence for the support of one organization! structure
rather than another.

There are few States or large metropolitan areas which have integrated
mental health care systems. The condition that exists in most States and
communities is one of discontinuity and fragmentation between hospitals,
community programs, and supportive services. There are models for planning
and developing systems of care; these models need to be tested and refined
through natural experiments.

Another basic issue is the relative effectiveness of organized vs. un-
organized approaches to providing mental health services. Fee-for-service
solo office practice is an unorganized approach to care. Community mental
health centers, health maintenance organizations, and medical care foundations
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represent organized approaches to care. Research is needed on both the advan-
tages and disadvantages of these systems and how they can be linked or inte-
grated.

A major social policy issue in the area of organization is the tendency
over the past 10 years to fragment the delivery of alcoholism and drug abuse
services from the delivery of mental health services. This has undoubtedly
been stimulated by the separate Federal legislation authorizing the Federal
funding of these programs and by the separate Federal organizational entities.
What are the consequences of such separation in terms of costs and patient
welfare? Do other organizational arrangements make more or less sense?

Another major issue is that of linkages to other care systems and commun-
ity institutions. This would include linkages with the medical health care
system, the educational system, the general social services system, and in-
dustry and other places of employment. These linkages and relationships will
depend to a great extent on organizational and financing arrangements; how-
ever the exploration of the delivery of mental health service through these
other systems is a rich area for further social policy research. Some studies
have shown that the linkage to the place of employment can be a useful
approach.

The delivery of service through community mental health centers was a

major policy decision made without careful policy research. However, research
into CMHC functioning has demonstrated increased accessibility for the poor
and better coordination of services, though many organizational problems per-
sist.

There are few available studies which evaluate the impact of community
mental health centers. Unfortunately, they are not always in agreement. This
can be attributed in large part to the fact that centers differ markedly in

their philosophy, organization, location, and populations served and because
of variations in the availability and quality of other helping and medical
services. Most of these studies are from centers operated by or affiliated
with university departments of psychiatry, general hospitals, or those in

rural communities.

One change that has been associated with the establishment of community
mental health centers is an increased utilization of mental health services.
It has been reported that centers markedly increased the rates of utilization
for their catchment areas both by attracting new patients and providing con-
tinuous care to other patients. Somewhat similar findings have been noted
on the impact of catchmenting in New Haven. It was observed that the catch-
mented service provided care to a significantly greater number of people than
its noncatchmented counterpart. Such increases are primarily related to

increased ambulatory services.

Serveral studies have been done on the impact of CMHC’s upon State hos-
pital admissions. Here the data are inconclusive with several studies docu-
menting decreased admissions. However, in an unpublished study, which compared
State hospital admission rates for counties in Florida with and without cen-
ters, no relationship was found between the presence of a mental health center
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in the county and that county’s State hospital admission rate. Furthermore,
evidence indicates that the existence of a mental health center can increase
rather than decrease State hospital admissions from its catchment area.

Community mental health centers have also reduced inequities in the dis-
tribution of mental health services. A report indicates that centers had
their greatest impact on the poor, children, and young adults. Utilization
rates for the two lower socioeconomic levels increased substantially. Fur-
thermore, this was accompanied by a marked decline in hospitalization rates.

It has also been reported that a consistently greater representation of

socially disadvantaged groups appear in the catchmented service. They attri-
buted this to the assignment of geographic responsibility that is associated
with catchmenting. In Monroe County, although psychiatric services were
available to all residents of the county, utilization rates for the poor in-

creased appreciably in catchmented areas with centers, compared to rates for

the poor in areas remaining centerless. Utilization rates also increased
for children and young adults.

However, despite the shifts described above, social class and ethnic
differences in psychiatric treatment still exist in the community-at-large
and probably in mental health centers as well, although in more subtle form
than previously. Clearly, upper and middle class persons utilize private
mental hospitals more frequently than lower class persons who are treated
almost exclusively in public facilities. With the spread of third-party
payments, private hospitals now treat more working class patients than for-
merly, but still treat very few lower class individuals.

In the past, there was a concentration in public hospitals of chronic
lower class patients who received very little active treatment for their
psychiatric problems. Today, mental hospital statistics tend to indicate
that this picture has changed, but what is not recognized is that much of

this lower class patient population now receives similar custodial care in
nursing homes which are often not part of the direct care system.

While evaluations of urban community mental health centers address
a variety of issues, those dealing with the impact of rural centers are gen-
erally narrower in scope, being confined primarily to the effect of centers
on State hospital admissions. Most of these studies demonstrate that the
presence of centers diminishes State hospital admission rates.

The proximinity of mental health services to the target population is an
important variables affecting the utilization of such services in both urban

and rural areas. Physical accessibility has been related to utilization,
however, phsycial accessibility by itself does not ensure that mental health
services will be fully utilized. This is particularly true in rural areas
where there is a greater tolerance of deviance, a greater tendency to view
mental health problems negatively, and a lack of knowledge about the purpose
of and services available at mental health centers. In one evaluation of
the accessibility of a rural community mental health center, the researchers
found that after 5 years of operation: (1) over one-third of those inter-
viewed had never heard of the center; (2) nearly one-third did not know the
purpose of the center; and (3) very few people regarded the center as a re-
source even for definite emotional problems.
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It has been noted that the important shift in patterns of State hospital
populations over the past decade was attributable to the discharge of chron-
ically disturbed female patients to nursing home type facilities and the
dramatic increase in male alcoholic and drug addicted patients due to decrim-
inalization. In State inpatient facilities, the proportion of females has
dropped from about 60 percent in 1950 to about 25 percent today. This general
area of research has much potential, but is limited by lack of trained man-
power, adequate data services, and significant support.

ECONOMIC ANALYSIS AND FINANCING

This category focuses on the flow of financial resources to and through
mental health service delivery systems and on the analysis of variables that
relate funding alternatives to various service delivery alternatives. Also
explored is the determination of adequate benefit packages for third-party
reimbursement—both insurance and prepayment plans. The objective in general
is to improve the adequacy and stability of the financial resources that are
available for the funding of mental health services, and to reduce financial
barriers to the receipt of needed services. Research in this area is very
limited.

Many individuals have wondered what impact differing fiscal arrangements
might have on mental health service delivery. Are there differences in cost
or outcome when social welfare services are generally available and provided
to mentally ill patients through an organized social welfare system, as con-
trasted to their being made available through special mental health delivery
systems? Natural experiments suggest themselves, as for example contrasting
various European systems with Canadian and American ones.

The importance of fiscal policy in the deinstitutionalization policy de-
cision is emphasized as follows:

"On an abstract level, it makes great sense to say that large insti-
tutions are bad for people and that community-based alternatives
are an excellent substitute to offer large numbers of the mentally
ill. The deinstitutionalization movement has, of course, served as
a major corrective to warehousing and to forgetting substantial
numbers of the mentally ill. It also reflects new possibilities,
no longer new of course, created by introduction of drugs on a

sophisticated and effective level.

This much said, we would like to suggest some serious policy-orien-
ted research. What is the real relationship between the concept
of deinstitutionalization and what actually occurs? How many of
the deinstitutionalized are better off in terms of their daily
life routines? Are the failures failures of implementation or are
they pre-destined?

For, as brief observation will show, deinstitutionalization is not
only a matter of moving mentally ill people from State hospitals
to local community homes. It is also a matter of shifting finan-
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cial burdens in the income maintenance system . It is a way of

changing roles between and among service systems. And it may
be a way, too, or redirecting financial responsibility back to

the individual from society at large."

We believe that a serious study of what actually occurs in deinstitution-
alization, which looks at clients, looks at patients, distribution of costs,

effects on various service systems, and so forth, might create some assess-
ment and some new policy.

Studies have shown that 'the third-party funding of mental health ser-

vices works, but what patterns of third-party funding work best, and under
what conditions? What are the impacts on the delivery system of the different
approaches to financing? There are several basic approaches to funding: fee-

for-service insurance, prepayment group practice or HMO type, capitation based
financing, etc. More basic exploration of the different patterns is needed.
The possibilities for funding will be the major determinent for maintaining
a pluralistic care system.

Cost effectiveness and cost control are also major issues under the
financing category. It is clear from the existing studies that there are
serious limitations in the methodology and data available for making adequate
cost comparisons of the different approaches to financing services and of

the organized vs. the "unorganized" approaches to structuring the delivery
system. More methodology development is essential if critical cost effective-
ness studies are going to be made of the different care settings. Of par-
ticular importance is examination of the economic incentives operating in
each setting.

Medicare and Medicaid legislation and changed fiscal initiatives have
had enormous importance in moving patients from State hospitals to nursing
homes. In 1975, nursing homes accounted for the largest single source of
expenditure (26 percent) for mental health services. Additionally, the
widespread use of psychoactive drugs made this shift practically feasible.
Preliminary data indicates that among psychiatric patients in skilled nursing
home facilities, over 90 percent regularly receive psychoactive drug medica-
tion. Tentative figures also indicate that approximately 25 percent of nur-
sing home patients have a primary psychiatric diagnosis. These facilities
may be described as "decentralized back wards" providing the custodial care
that was once offered by the State hospital.

PUBLIC ACCOUNTABILITY

This category focuses on the development of accountability systems using
standards and criteria that will help assure desirable outcomes of care, and
upon issues of patient rights and the interface of the legal and mental health
systems. Studies need to focus on quality assurance projects, e.g., on the
definition and measurement of quality; outcome, mental health indices, and
disability and social indicators; such issues as the effects of labeling, the
role of PSRO’s, methods of utilization review; and the training, credentialing
and effective utilization of personnel.
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Much work has been done on data systems, outcome measures, and effec-
tiveness measures in the direct care system. The most basic need is the
development of a minimal model accountability system which incorporates the
best of the known methodologies and procedures to meet the information needs
of policymakers. The reports out of such a system must be made in language
and formats which are utilizable by the various administrative and legisla-
tive policymakers.

Considerable work needs to be done with respect to measuring the quality
and effectiveness of support and rehabilitation services which are provided
in conjunction with psychiatric services for the chronically mentally ill in

the community. Many obvious questions need to be addressed, such as the op-
timal length and phasing of participation in vocational rehabilitation and
sheltered workshop programs, and what costs are associated with what types
of providers and with what outcomes. Much national emphasis has been placed
on linking psychiatric services with these support systems without enough
concern about the criteria required to assess the results of specific pro-
grams.

The involvement of the law with psychiatric practice has had major im-
plications for accountability, to some extent formalizing procedures, but
also importantly introducing an adversarial process into clinical practice.

Commitment Law

Involuntary commitment of patients has received considerable attention
with regards to patients^ rights. Primarily this is due to the serious im-

pact that commitment has on these rights, not only from the standpoint of

incarceration per se, but the variety of other personal rights that are
denied as a result of this process. Many of these, the right to marry, con-
tract etc., are now perceived as separate determinations in most States, and
are consequently unrelated to involuntary commitment. The criteria for in-
voluntary commitment have become narrower in recent years. Even as late
as the mid-sixties in many states one could justify commitment along vague
bases as "in need of treatment" and even "non-conformity" in one State. In

recent times the criteria have become more precise, i.e., the presence of

mental illness and dangerousness to self and other, or "grave disability,"
The Supreme Court addressed a very circumscribed aspect of these criteria
in the Donaldson case in 1975, which stated that commitment is not justified
if patients are not receiving treatment, are not dangerous to themselves or

others, and are able to survive in society. This decision has limited the
number of persons who can be committed, and the Lessard case decided in

1972 in Wisconsin considerably shortened the period that a patient could be
confined by a physician or a court.

The Donaldson case introduced requirements to further protect patients.

First, dangerousness to self or others means that this is imminent , i.e.

some objectively determined behavior is used in evaluating dangerousness.
Second, mental illness and "dangerousness" to self or others must be estab-
lished beyond a reasonable doubt. This is a very strong test of proof, but

unfortunately subject to distortion. The criteria for establishing mental
illness in psychiatry are by no means highly reliable in many cases. In
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studies of psychiatric diagnosis under conditions that were sometimes more
favorable than is typical prior to commitment, agreement of two or more psy-
chiatrists on broad diagnostic categories (psychosis, neurosis etc.) has

been found to range from 60 percent to 80 percent of cases. No good studies

are available that assess diagnostic agreement or agreement on prediction of

dangerousness (or the validity of such predictions) under the actual condi-

tions of the commitment process. Nonetheless all of these legal safeguards
are attempts to protect patients from arbitrary decisions that may end in

their incarceration. In one study it was found that the presence of a lawyer
significantly increased the duration of a hearing on commitment and, more
importantly, the likelihood of the patient not being committed.

With regards to children there have been some recent important develop-
ments. In many States there are laws that allow parents to "voluntarily"
sign in children to mental institutions. A recent case in Pennsylvania held
that children must be accorded due process protections for challenging their
confinement. A U.S. District Court in Virginia in 1976 ruled that a child
could not be admitted to a mental institution without obtaining his voluntary
and informed consent—rights therefore to notices of charges, to a hearing,
counsel and against self-incrimination. This area of the rights of children
is in an early stage of development, suggesting the need for study of the
way children are introduced and kept in institutions.

Research on "Voluntariness"

Voluntary admission to an institution is also important from the per-
spective of determining how voluntary such admissions are. There have been
several studies that call into question whether voluntary patients are in-
formed and understand what they are agreeing to. One study found that many
patients are unable to read various admission and consent forms, and that
very few of the patients are able to recall the provisions of the forms
even after reading them. Two other studies are important because they reveal
the possibility of subtle coercion on patient decisionmaking. One showed
that, of 100 mental patients who voluntarily admitted themselves to insti-
tutions, only 8 were completely informed of the terms of the contract at
the time of admission; 10 days after admission only 15 to 33 patients demon-
strated good understanding of what they had agreed to. A second study sug-
gested that outpatient cleints sign release-of-information consent forms
in order to enhance the likelihood of their receiving services. In 4 clinics,
962 clients were asked to read and sign consent forms, which all signed;
another 658 clients heard various perpared oral statements: in two clinics
the statement implied that no other option existed but to comply. As a re-
sult all signed. In the third clinic the no-option statement was followed
by a statement asserting that the clients had the option to refuse to sign
without affecting their right to service. In this situation only 41 percent
complied. In a fourth clinic all who heard only the no-option statement
complied, whereas only 20 percent hearing both statements complied. These
studies strongly point to the need for more evaluation of the nature of
voluntary consent. Certainly these preliminary studies raise some question
about the value of informed consent as the sole protective device for patients
in clinical care settings.
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The Dangerousness of Mental Patients

Although involuntary comniitment was primarily instituted to protect the
individual, it also, in part, was instituted to protect the community from
persons perceived to be dangerous even though they have not commited a crime.
Concern about the dangerousness of discharged mental patients has also been a

contributing element to the public^ s negative attitudes toward development of

local facilities to serve the psychiatrically disabled. Public resistance to

establishment of local mental health facilities has been widespread, vocal,
and effective. It has been estimated that for every community program that
is established and in operation, another has been prohibited or closed because
of community opposition.

A search of the literature identified 13 prospective epidemiological
studies, conducted between 1922 and 1977, concerning the prevalence of arrests
among formerly hospitalized patients and former outpatients treated for psy-
chiatric disorders, in comparison to arrest rates of the general public. The
major limitation of these studies is that they confuse social class and ethnic
differences with the fact of having been a psychiatric patient. Nevertheless,
they are informative regarding the "dangerousness" of former mental patients,
to the extent that this is reflected in arrest rates.

The arrest rates of paroled and discharged psychiatric inpatients based
on pre-1950 records consistently were found to be lower than those reported
for the general population. Since 1950, arrest rates for both patients and
the general public have increased, but the rate of acceleration for patients
has been much greater. Recent studies report that arrest rates for all crimes
combined for former patients are equal to or higher than the general popula-
tion. All eight recent studies that examined violent crimes separately found
higher arrest and conviction rates for former patients.

Two developments may account for these changes. The less extensive
use of hospital care is commonly suggested. Before World War II, patients
who were released from public hospitals had to meet a series of requirements
not only with respect to their psychiatric status and social functioning,
but also regarding available family supports. In most States (and particu-
larly in New York, where many of the arrest studies were carried out), after
release from the hospital the patient’s progress was monitored by an exten-
sive and often compulsory system of home and clinic visits. If aftercare
authorities were notified of a change in status, the patient could be rehos-
pitalized at once. In contrast, today the average patient stay is measured
in days or weeks. Virtually all patients are promptly returned to the com-
munity and there is no compulsory aftercare or follow-up. Therefore a greater
proportion of the most disturbed psychitric patients are living outside of

the hospital, and may be more likely than before to be arrested,

A second major change, perhaps more likely to account for the increased
arrest rates, concerns a shift in the way the civil machinery distributes dis-
ruptive members of the community. In the past, the large majority of offen-
ders were sent to jail regardless of their mental status. Following World
War II this changed as the mental hygiene ideology was disseminated to all
who dealt with social problems. It has become increasingly common for offen-
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ders who appear to be mentally disturbed or who have a history of psychiatric
hospitalization to be dispatched to the mental health rather than the criminal
justice system. Consequently the composition of the mental patient population
changed, and an increasing number of mental patients have police records. For

males in New York State, for example, this proportion has risen from 15 per-
cent to 40 percent in the past 30 years. For this reason alone it is reason-
able to expect that patients returning to the community will, as a group,

have higher arrest rates than in the past.

It has been repeatedly and convincingly demonstrated that a small subset
of patients who have prior criminal records accounts for the large majority
of post-discharge arrests. This is the single best predictor so far identi-
fied. Patients with prior arrests have been found to have post-discharge
arrest rates ranging from 19 to 56 percent. In -contrast, only 2 to 4 percent
of patients without prior arrest records were arrested within 5 years of their
discharge. Other predictors, which have smaller associations with post-dis-
charge arrests once prior criminal records is considered, include male sex,

youth, unmarried status, and a diagnosis of personality disorder, alcoholism,
or drug abuse. The diagnosis issue is important, because these three diag-
nostic groups are rarely subject to involuntary commitment in most States.
Evidence about likelihood of arrest is less consistent regarding patients
diagnosed as schizophrenic. From the relatively few available findings it

seems that their arrest rates to not exceed those of other diagnostic groups,
with the possible exception of violent crimes against persons, where their
rates may be higher.

There is no direct evidence in the studies just reviewed that the
presence of severe mental illness, as such, increases the likelihood that a

person will be arrested. It is equally plausible that young, unmarried, un-
skilled, poor males, especially those belonging to ehtnic minorities, who
have high rates of both mental illness and crime, are overrepresented in
patient samples, and that this in turn accounts for the high arrest rates
when patients are compared to population rates not adjusted for the increased
presence of these groups. When patients with arrest histories or with pri-
mary diagnoses of substance abuse or personality disorders are excluded, the
remaining group of hospitalized psychiatric patients appears to be consider-
ably less dangerous than are those members of the general public who are not
mentally ill.

Research Needs Related to Involuntary Commitment

While the above conclusions regarding "dangerousness" seem the most
plausible on the basis of the information at hand, epidemiological studies
that directly test these interpretations are needed. Future studies need
to emphasize the selection of equivalent comparison groups, recognizing that
a disproportionate number of both mental patients in public institutions
and criminals come from similar population subgroups. Both tend to be poor,
uneducated, unmarried young men belonging to low status ethnic groups. If
arrest rates of mental patients were compared to those of their non-hospital-
ized peers using these criteria, it is quite possible that an excess of
arrests among discharged mental patients would no longer be apparent. Studies
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of this sort, especially if they were geographically more representative than
the work to date, could help strengthen methods for the statistical predic-
tion of dangerousness.

For the purpose of improving procedures for involuntary commitment, we
also need studies directly relevant to the commitment process. These might
include studies of the clinical judgment of dangerousness among patients
considered for commitment, to find what behavioral clues can supplement his-
torical facts (such as prior arrest) to validly assess the risk of future
dangerous behavior. The effects of the participation of defense counsel or

other patients advocates in the various stages of involuntary treatment also
need immediate attention. Research on the commitment process might profitably
concentrate on those patient groups who pose the most troublesome prediction
problems at the time commitment is proposed. Such patient groups include
those with paranoid ideas, or with other delusions or with hallucinations,
especially those who have threatened assultive or self-destructive behavior;
persons with depression who have not made a suicide attempt; and persons
with disturbed orientation and a tendency to "wander," especially in high
crime areas. We need to know the risk these people present of behavior that
is dangerous to themselves or others. We need to know the effects of dif-
ferent commitment procedures on the pattern of care received by these patients.
Most important, we need to know whether involuntary treatment of these
patients reduces the risk of their further dangerous or self-destructive be-
havior. These studies will themselves present difficult ethnical dilemmas,
exceeded only by the ethnical dilemmas of our continued ignorance as we
daily determine which members of our communities will be deprived of their
freedom through involuntary commitment.

The Right to Treatment and to Refuse Treatment

The first case that established a constitutional right to treatment
was the Wyatt case in 1971. The court ordered minimum standards for enforce-
ment of residents* rights, standards that focused both on the hospital’s
physical plant and on the presence of realistic treatment plans. This case
has continued in various forms until present, focusing recently on the extent
of compliance of institutions to standards relating not only to facilities
for the mentally ill but for the mentally retarded as well. Essentially,
the Right to Treatment cases have allowed for public examination of the
conditions in institutions and focused on upgrading not only the quality of

care provided but the everyday living conditions as well. It would be im-
portant to develop studies to assess the impact of these cases and contrast
developments in areas under Wyatt implementation with other jurisdictions.

There has also been increasing concern about the right of mentally ill

and institutionalized patients to refuse treatment. Legislation already
exists to limit the use of potentially hazardous, instrusive, or experimen-
tal procedures, in particular the use of electroconvulsive therapy, aversive
conditioning, shock treatments of chemical induction, and psychosurgery.
Now there seems to be concern about the use of drugs and the right of patients
to refuse these. In part the argument analogizes drugs to other hazardous
treatments with irreversible effects, stating that drugs are now known to
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have irreversible and detrimental side effects. Research has shown that such
side effects can occur with antipsychotic medication, but only after prolong-
ed treatment (usually several years). However, the argument is usually
applied to the involuntary use of this medication over several days or weeks

at the beginning of a brief hospitalization, when the risk of irreversible
side effects is low. There appears to be no research on the effects of

allowing patients to refuse such treatments as electroconvulsive therapy,

in spite of predictions of dire consequences when such legislation was under
consideration. Allowing patients to refuse psychotropic medication during
brief involuntary hospitalization could represent a major change in treat-
ment patterns under those circumstances. But no one as yet seems to have
examined such issues as the number of patients who will actually refuse medi-
cation, the cost of judicial review of involuntary medication decisions, and

changes in treatment patterns or outcomes for patients who refuse medication.

MANPOWER

Major policy decisions about manpower development have been made with
limited research data. Important researchable issues involve definition
of task domain, interprofessional working arrangements including clinical
team organization and functioning, practitioner training and competency,
geographic distribution and availability to members of underserved groups
(e.g., the rural poor, members of inner-city minority groups), and the crea-
tion of jobs.

Research in this area is also limited. In particular, research is
limited which examines the interaction of various manpower issues and patient
outcomes. The development of a manpower pool of allied health workers was
a significant policy stimulated by NIMH, and research about the functioning
of this group serves as an example of the types of research that have been
conducted.

Numerous authors have presented "evidence" that various types of para-
professionals have performed effectively in many diverse settings. In several
of these studies, it was reported that some paraprofessionals are as effec-
tive or more effective than their professional counterparts in working with
some populations, i.e,, student counselors are as effective as the profes-
sional counselors in all criteria of counseling effectiveness. In a con-
trolled experiment (that included a 3-year follow-up) investigating the effect
of therapists’ training on group therapeutic outcome, it was found that un-
trained lay therapists (college students) achieved better results with chronic
schizophrenic patients than well-trained psychiatrists and social workers.
In an ongoing treatment program, indexes of behavioral improvement were used
as criteria. In this study, the paraprofessional counselors were found to
have achieved a level of therapeutic effectiveness only slightly below most
of the experienced counselors and considerably above that of graduate student
trainees.

Survey data from mental health programs seems to document administrator
satisfaction with paraprofessional effectiveness. In a 1970 report, the
work of paraprofessionals in mental health settings was systematically examin-
ed and evaluated. A study of over 10,000 paraprofessionals in 185 programs
revealed that 54 percent of the program directors preferred paraprofessionals
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to perform many of the tasks previously performed by professionals. These
program directors perceived paraprofessionals as contributing to improved
mental health services.

Survey data (1973) from college counseling centers were more circumspect.
Directors approved of many paraprofessional activities such as advising and
tutoring disadvantaged students, or counseling students with study skills
problems or college adjustment problems. However, they indicated strong dis-
approval of using paraprofessionals to counsel students with sexual diffi-
culties, marriage problems, or psychological symptoms.

There seem to be few studies that have found paraprofessionals to be
ineffective or that document under what conditions they may be effective.
One such study found that sustained contact with chronic psychiatric patients
by volunteers did not show more positive changes in behavior than untreated
socially isolated patients. The results did indicate, however, interactive
effects for nonprofessional therapist contact with the length of patient
hospitalization—which led to the conclusions that the findings suggested
the beginning of a rationale for the successful placement of nonprofessional
volunteers.

Numerous studies and several reviews of the literature have found fac-
tors which reduced the effectiveness of paraprofessionals. Summarized, they
include: role uncertainty, role ambiguity and disparate role expectations,
lack of institutional reinforcement—including support or acceptance from
professionals, anxiety, inadequate training, low salaries, restricted oppor-
tunities for advancement, menial work, little supervision, lack of in-service
programs, job dissatisfaction, low percent of time spent in community-related
work, low status, and "sharply drawn and jealously guarded" boundaries of

professional responsibility in traditional settings.

A few studies isolated elements that appear to enhance effectiveness.
Summarized, they include selecting paraprofessionals on the basis of moti-
vation rather than previous experience or education and on the basis of degree
of self-acceptance and self-disclosure. One study found that paraprofessional
competence led to staff acceptance, as a result of observing direct benefits
to patients and their families and to themselves (i.e., it improved utiliza-
tion of physicians’ time and made other clinic staff jobs easier). In accoun-
ting for the effectiveness of paraprofessionals compared with professionals
(as previously noted) , it was suggested that this was due to selection of

paraprofessionals who were more "health-engendering" than professionals and
their fresh approach. In short, evidence for the effectiveness of paraprofes-
sionals largely depends on studies drawn from volunteer or college peer coun-
seling studies.

In reviewing the studies and surveys on the performance of associate
degree graduates, an overall picture of high supervisor satisfaction was
found. The problem is that these findings consisted exclusively of subjective
ratings. No studies have focused specifically on the therapeutic effective-
ness of associate degree workers. Thus, there is a definite need for empiri-
cal investigations of the actual impact of these workers on clients.
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The studies, while suggestive, are inconclusive due to methodological
inadequacies in many instances. In the aggregate, they reflect the lack of

valid and reliable knowledge. In this connection, it must be noted that

knowledge on paraprofessional effectiveness is no less needed than knowledge on

the effectivess of professional performance, particularly in mental health set-

tings, and that the inadequacies in design noted tend to be characteristic of

psychological studies in general and clinical studies in particular.

A study done in New Haven provides local and national data about man-
power .

Psychiatrists . A significantly greater proportion of psychiatrists are

found in inpatient (both private and public) than outpatient facilities.
Additionally, psychiatrists occupy most of the important leadership and ad-

ministrative positions in these facilities, and in public inpatient services,
typically average less than one-half of their time in direct patient care
activities. This situation of little direct patient care contact among psy-
chiatrists is particularly pronounced in the treatment of lower socioeconomic
class alcoholic, mentally retarded, and minority patients. Nearly 90 percent
of psychiatrists have some form of private practice, primarily for an upper
socioeconomic class patient. Psychiatrists perform far more evaluation and
consultation work than any other mental health professional, and are more
involved in individual than group or family psychotherapy.

Psychologists . This professional group has grown significantly (approx-
imately 700 percent in 25 years) and has assumed important leadership posi-
tions, especially in outpatient public facilities. Nationally, there are
fewer psychologists than psychiatrists (20,000 to 26,000). Psychologists
are more involved in private practice than any other mental health profes-
sional with the exception of psychiatrists, although only 10 percent are in-
volved in full-time private practice as compared to 25 percent among psychia-
trists.

Social workers . This professional group has grown considerably in num-
bers (today, approximately 27,000) and patient care responsibilities. This
situation is particularly evident in outpatient facilities, and in the care

of patients under 25. Interestingly, social workers provide as much indivi-
dual psychotherapy as any other professional group including psychiatrists
and psychologists. Additionally, social workers, along with psychiatrists,
are the most frequently cited patient principal therapists. While few social
workers are engaged in full-time private practice, approximately 40 percent
have some form of part-time private practice.

Nurses . There are approximately 38,000 psychiatric nurses, with the
significantly largest proportion in inpatient settings. This group is less
often cited as a principal therapist, although nurses provide a large pro-
portion of the care of the alcoholic and schizophrenic. Approximately one-
tenth of psychiatric nurses are involved in private practice to some degree.

Other mental health workers . The number of psychiatric aides has de-
creased considerably, primarily due to the discharge of chronic resident
patients from State hospitals. On the other hand, the numbers of new mental
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health professionals or paraprofessionals have increased dramatically, par-
ticularly in the direct patient care of alcoholics, drug addicts, and minor-
ity group patients. This latter finding reflects the high correlation found
between the professional status of the principal therapist and the socioecon-
omic and diagnostic status of the mental patient. There are today approximat-
ly 160,000 "other" mental health professionals.

The most outstanding overall changes in the mental health professions
have been the vast increase in numbers of professionals other than psychia-
trists and, concomitantly, the great expansion of their direct patient care
activities and responsibilities. There is some evidence to suggest a grow-
ing sense of role confusion about professional boundaries, rights, and skills.
Additionally, there appears to be a growing sense of discomfort regarding
psychiatric control of administrative and leadership functions. This degree
of role conflict and confusion is far less evident in "resource-rich" facil-
ities such as private mental hospitals.

PREVENTION

Prevention is the only satisfactory long-range solution to such dis-
orders as schizophrenia and the major affective illnesses. Recent research
findings on risk factors associated with the development of mental disorders
have raised the hope that we can more sharply define populations at risk and
that therefore effective prevention is within our grasp. Many now search for
new directions and for clearly articulated public policy on the prevention
of mental illnesses. We have been considering what research would aid the
formulation of policy regarding prevention.

In principle, we know that there are two general approaches:

(1) promotion of the general well-being and aquisition of competencies,
coping skills, and personal confidence by raising the level of the
general health and mental health practices of the population, and

(2) the provision of specific measures that will avoid the very onset
of a specific disease or behavioral and emotional diability and
distress.

To accomplish the first general aim, ADAMHA research might ascertain the ex-
tent to which the acquisition of skills, competencies, and general well-being
are in fact protective in preventing the implacable and predictable annual
first occurrence of new cases of mental disorders at expectable numbers.
Clinical and epidemiological and follow-up research could help determine the
relative role of strong coping skills and competencies (fostered by schools,
families, and agencies) in facilitating recovery from illness—or preventing
relapse. While not primary prevention, this is very useful secondary pre-
vention, and prior general well-being may play some yet to be determined role

in capacity for recovery. Furthermore, biologically and psychologically
oriented clinical research and epidemiology may help estimate and precisely
identify whether and how some adult illness-related disabilities are linked
to early developmental experiences to which noxious environmental factors con-
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tribute. Studies such as the Woodlawn Mental Health project (in a Chicago

ghetto) found that maladaptive behaviours and factors linked to symptomatic

behaviors were not identical; family structures differentially affected

these. Studies showing IQ and competence improvement do not, however, di-

rectly reflect on "illness behaviors." Thus the impact of social environmen-

tal conditions (employment, nutrition, family stability, poverty, discrimin-
ation) in increasing the incidence of alcoholism, drug abuse, and mental
dysfunction in the advantaged and disadvantaged can be supported by ADAMHA
research. Further, ADAMHA and its Institutes can generate and assess infor-

mation which can point to specific research opportunities which other govern-
mental agencies can execute, or suggest policies they can Implement. (A

current Trans-Institute Committee is, we are informed, assessing prevention
resources for the Assistant Secretary and Secretary.)

For the second general approach—specific prevention programs— the ques-
tion must always be: Precisely what is it that we aim to prevent? We must
then assess whether we have the knowledge available to be assessed for that
specific aim. What about prevention of physical morbidity and mortality in

those who are or have been mentally ill? For example, there are clear and
reliable data that patients who have had schizophrenia lose 9.5 years of nor-
mal life expectancy; manic-depressive patients lose 8 years, and patients
with depression lose 7.3 years in life expectancy! Even in outpatient clinics,
two 3-year follow-ups showed that mortality from all causes—not suicide a-
lone—was twice the expected rate. For the entire range of psychiatric diag-
noses, persons at any specified age who have had a psychiatric contact are
almost twice as likely to die in a specified period of time as persons who
did not seek or need contact. Further, in a recent study, one- third of the
outpatients in a Canadian clinic had serious physical disorders that had been
undiagnosed by the referring primary caretaker. If, then, prevention of mor-
tality is an aim, research can be directed at this goal and the reasons for
earlier death and eventual effective remediation assessed. If treatment
systems could be found to exist where such data do not emerge, the reasons
for that can be identified (through treatment research) and better treatments
effected. Finally, if mental distress and illness requiring specialized
attention also carry with them poor general health care, this too can be
assessed and remediation effected.

There are, accordingly, many aims around which interest in prevention
centers: the prevention of death, the prolongation of life, the relief of
suffering, the repair of disabilities, the prevention of poor habits and
self-image, or the primary prevention of illness. These different aims re-
quire different kinds of efforts and research.

Prevention Research Policy Formation

When we ask what research would aid policy formation regarding preven-
tion, we can cite examples of successful prevention in other health fields.
These seem to be of two types.

In the first type, a major breakthrough in understanding of the cause
of a disorder may lead within a few years to the development of prevention
techniques. The eradication of polio is often cited; sanitation and cholera
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or mosquito eradication and yellow fever are others. Clearly, with the ex-
plosion of new knowledge in the brain and biological sciences, we can antici-
pate identifying some subgroups for whom treatable causes are identified,
just as previously occurred with pellagra psychosis and vitamin B. This aim
must remain a fundamental commitment of our policy. Knowledge assessment over
the next decade will also help to determine where—on the basis of science
discovery—such a goal is intrinsically feasible and where it is not.

This leads to a second type of prevention, where, not knowing the speci-
fic causes of a disorder, the causes on the face of the matter appear to be,

at the least, multiple. Prevention is therefore more difficult but may be
possible if the following five questions can be answered by research:

(1) What groups of people are at high risk for the disorder?

(2) What is the relative importance of specific risk factors?

(3) Can we effectively reduce or eliminate the most important risk fac-
tors?

(4) Does eliminating these risk factors effectively lower the rate of

the disorder?

(5) If the disorder can be prevented, are the costs of the intervention
justified by the degree of prevention obtained? Failures—^such as

the American Prohibition experiment—can also provide guidelines
in formulating research policy; the social costs in protecting 10

percent of the population at variable risk for alcohol disorders
were deemed too great. It should be noted, however, that this was
the case even though a reduction of incidence in cirrhosis of the
liver appears to have been accomplished.

These five questions represent successive research stages; later questions can-
not be addressed until earlier ones are answered.

Secondly, it should be noted that both fundamental and applied research
can contribute to assembling the knowledge necessary for prevention research,
but both fundamental and applied goals in research may have a long-term as
well as short-term base. For example, there is excellent evidence that paren-
tal attitudes and behaviors affect children, but there is little information
which tells us efficiently how to intervene—a problem of evaluation research
and therapeutic research. Many interventions appear to be successful with a

child—for example, a child with "school phobia." Clinical and psychoanalytic
data suggest, however, that the child who masters his school phobia might
nevertheless need counseling as a parent in order not to repeat the parenting
approaches (which are inevitably modeled wtihin us and either repeated or,

frequently, over-compensated for with maladaptive results) . The point is that
there are trans-generational attitudes which require appreciation and there
are as yet no sound data suggesting that help with a childhood crisis ensures
against later adult problems. In Sweden, the goals of educating in health
behaviors have explicityly used a two-generation time base as a measure for

preventive programs.
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Current research on the prevention of mental disorders is still largely
confined to answering the first question: identifying groups at high risk.

There are both genetic characteristics and family and community characteris-
tics that are associated with increased risk—i.e., some excessive risk—in

mental disorders and alcoholism. Much of this effort appears to be of ex-
cellent quality. This area and that of fundamental inquiry deserve continuing
and enhanced support. This will require longitudinal, epidemiological and
biopsychological, and genetic studies.

Thus research on the prevention of mental disorders should now be moving
on to the second question: identifying the relative importance of various
risk factors. It is clear that we must better determine the "weight" a given
factor has. Thus the occurrence of major mental illnesses implacably recurs
at expected rates and further seems to vary little in all developed countries,
whatever their socioeconomic organization. The same is apparently true for

the underdeveloped nations with respect to the major psychoses. Nor in this

country have the rates essentially changed over 150 years. But the occurrence^
of relapse of chronicity may be related to social interventions, and there is

’

current research that might more closely assess the relative importance of

these. Thus we now have to determine why in primitive societies the current

I

international collaborative studies suggest a different and milder course of
the illness once it occurs. Is this due to genetic or to other (attitudinal
or diminished performance demand) factors?

.

As to the third question—can we effectively reduce or eliminate most
important risk factors—policymakers can come to a useful distinction: that

11^ when research cannot be effectively, as yet, directed at causes, it can at
interventions. Thus in the area of secondary prevention, we do know that

|< drugs are prepotent preventive factors in inhibiting relapse in schizophrenia
k and depression. We further know that pharmacotherapy, plus social and psy-
: chological thereapies, can provide an added advantage in both the depressions

and the schizophrenias. These data stem from superb work both funded to the
field and carried out by the NIMH psychopharmacology group.

We cannot devalue a small difference in the good done for some person
in distress or with relative disability. Nevertheless, we need to know more >

1 precisely the magnitude and impact of effects. Nor would we minimize the
;f fact that an intervention today may be useful in the short range , although

I

we deplorably lack information about long-range effects. This is key in for- "

mulating policy and in coming to a clear definition of what prevention re-
search implies. Thus most clinicians believe that early detection and crisis .

intervention is a humane and useful treatment—and health services emphasize
this. Further, there are relevant considerations on crisis intervention from

I psychiatric experiences in the several major wars of this century. In both
ii World Wars, American mental health experts attempted to screen for affected

J
soldiers in order to minimize major mental disabilities. Nevertheless, our
rates of major disorders are relatively the same as armies (such as the
British) which did not undertaken this pre-screening. Further, while crisis

I intervention returned many soldiers to effective duty and appeared to minimize
1 the development of chronicity over the short term, the treatment burden of
I the Veterans Administration hospitals does not indicate the long-term prevan-
h tive effect of crisis intervention. In fact, the data that would be required

I

L
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to answer this question have not been effectively assembled from the resources
that may be available. Thus, far more work directed at the preventive (of

chronicity) effects of short-term interventions is needed .

As to the third question, whether we can effectively reduce or eliminate
the most important risk factors, we come to deficits in our knowledge of
therapeutic and intervention processes. What should we do that is effective,
for example, with a child of manic-depressives who have a high genetic load-
ing for the disease? When should he seek help and what kind of help can the
provider offer with the first appearance of mild symptoms? This kind of work
requires and can receive enhanced research attention— the field personnel,
the questions and the assessment instruments are in place. While we can be-
gin thinking and planning about how to reduce the risk factors that we know
of, we at this point have little or not practical knowledge about what works.
This, then, is an area of knowledge construction—for searching the state
of the art and identifying and then stimulating relevant research—a task for
science directors.

While research on risk factors has potentially great long-range payoff
in developing effective approaches and preventions, we do not see a knowledge
base presently in hand sufficient to warrant large-scale or generalized pre-
ventive effort—beyond the purposes of the total research activities in men-
tal health and mental illness. Further, it is likely that some general pre-
ventive strategies require years or even generations to produce a major re-

duction in the incidence of certain disorders. Other strategies are socially
useful and valued. Not every intervention we undertake in society can or
should be done because of the research or knowledge base and our assessment
of it. Rather, for authentic knowledge to develop we must be precise and
explicit about the basis on which we sanction, undertake, and advocate pro-
grams that we believe and mean to be humane efforts expressive of our belief
in the human potential .

In summary, while identification of risk factors holds exciting promise
for the future, it is important not to promise the country more than we are
able to deliver. We do not now have easy answers, even though the problems
addressed evoke a broadly shared wish for a quick and humane solution. We
need to learn much more about the many different causal factors that are
probably involved in mental disorder and dysfunction. Therefore, the most
effective investment in prevention today is investment in research on risk
factors and their reduction and research on the brain and biological mechan-
isms that are relevant to mental disorders. Enhanced treatment evaluation
and quality of mental health service should further increase our current
ability to help prevent complications in the disorders with which our public
is burdened. But a "crash" program will not help; it requires a stable policy
of adequate support for research and support for research training in under-
standing mental disorders if we are to make significant advances in preven-
tion, Our entire approach in mental health and mental illness must be assess-
ed, then, for its potential in launching more specified programs. The know-
ledge must be aggregated and critiqued.
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OPPORTUNITIES AND OBSTACLES TO SOCIAL POLICY AND SERVICE DELIVERY RESEARCH

The development of policy research depends upon the interaction of pub-

lic and political concerns, their insistence upon research data, and the

ability of the scientific community to respond. The underpinning for ade-

quate policy research must be excellent basic, clinical, and epidemiological
research as well as adequate sources of data. Currently, the state of policy
research in mental health is remarkably limited. Methodologic development
is stunted, consistent data sources are absent, and definitions are not agreed

upon.

Important policies are often formulated without adequately examining
available data sources, or without engaging in potentially useful, doable
research. We have .addressed some of these issues, and highlighted questions
in the preceding sections on organization, financing, accountability, and
prevention.

Multiple policy questions are raised and addressed in a relatively un-
coordinated manner, primarily through contract mechanisms of relatively short
duration. There has not been a concerted effort to develop the manpower
or the institutional bases necessary to stimulate this field, to train in-
vestigators, and to develop and adapt methodologies.

Therefore:

1. We recommend the expansion and continuing support of
mental health policy research training programs.

2. We recommend provision of support for one or two uni-
versity-based policy research centers which will de-
velop methodologies, stimulate investigator-initiated
policy research, and also respond to requests for
contract proposals. We would recommend particular
attention to the development of "implementation plan-
ning strategies." This process has been cited as de-
manding serious preparation in relation to political
realities, relationships among levels of government,
capacity to mount organizational and staffing pat-
terns that are needed, appropriate phasing in, and
monitoring at various stages. Planning appears to

go from policy to program outlining and then the ob-
taining of funds and a sanction. The state of the
art in conceptualizing, coping with the problems
of and phasing in implementation, is very poor and a

major effort should be made in this realm if new
policies and innovative departures are to go beyond
rhetoric and to pay off in terms of patient care, re-
habilitation, and prevention.

3. We recommend that a more centralized mechanism be de-
veloped within the three institutes (NIMH, NIDA, NIAAA)

or within ADAMHA to establish priorities and to

monitor the allocation of contracts for policy
studies.
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SUMMARY

Western society’s approach to persons with mental disorders has pro-
gressed in a series of steps. Each step has been characterized by increas-
ingly humanitarian concern. For thousands of years the insane were reviled,
feared, and rejected. Two hundred years ago, in the first mental health
"revolution," they were led by Pinel out of the fetid dungeons, up into the
light and’ into more humane treatment. A second revolution, led by Freud,
greatly increased our understanding of the continuity between the insane
and the sane. Half a century later, a third revolution was dedicated to pro-
viding care in a single comprehensive center accessible to all those at high
risk. Now, less than a quarter century later, we are on the threshold of a

fourth and most exciting mental health revolution. Its goal is to prevent
emotional disorders.

Although each revolution has drawn strength from, and built on, earlier
ones, we have come more and more to recognize that widespread human distress
can never be eliminated by attempts—however successful—to treat afflicted
individuals. We shall continue to do everything we can for persons in pain.
But we are also determined to take action to reduce the identifiable causes
of later distress, and thereby decrease the incidence of emotional disturb-
ance and disorder.

Primary prevention means lowering the incidence of emotional disorder

(1) by reducing stress and (2) by promoting conditions that increase compe-
tence and coping skills. Primary prevention is concerned with populations
not yet affected by individual breakdown, especially with groups at high
risk. It is proactive—it often seeks to build adaptive strengths through
education and reduce stress through social engineering.

We have identified a number of sources of resistance and barriers to pri-

mary prevention efforts. We have identified problems in setting priorities
where choices must be made among programs of demonstrated effectiveness affect-
ing relatively few people; programs with high (estimated) potential for

greater numbers of people based on limited but encouraging research efforts;

and programs involving broad social efforts not traditionally associated with
the field of mental health but with potentially positive impact for very large

numbers of people.

We have reviewed several representative research areas to show that a

solid research base exists for primary prevention. As illustrative examples

we have focused especially on competence training programs for those at risk

by virtue of natural and life crises and the effects of social climate on

mental health.

An important "paradigm shift" must be considered in focusing attention
on research in primary prevention. There are good reasons to believe that

just as an emotional disorder may result from any of several background
factors and life crises, so can any specific intense stressful event precipi-

tate any of a variety of mental and emotional disorders. Different life his-

tories and different patterns of strengths and weaknesses among different in-

dividuals can and do lead to different reactions to stress. This new paradigm
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requires that we recognize the futility of searching for a unique cause for
every emotional disorder. It accepts the likelihood that many disorders can
come about as a consequence of many of the varieties of causes. This paradigm
leads to the acceptance of the argument that successful efforts at the pre-
vention of a wide variety of disorders can occur without a theory of disorder-
specific positive causal mechanisms.

Our recommendations include a focus on a coordinated national effort to-
ward the prevention of emotional disorder with a Center for Primary Prevention
within the National Institute of Mental Health (NIMH), with primary prevention
specialists deployed in each of the 10 U.S. Public Health Service Regional
Offices, with the establishment of State-level efforts, and with the creation
of field stations and model demonstration centers. Because many other rele-
vant Government agencies can, and should, be concerned with prevention we are
recommending the coordination of efforts through the proposed NIMH center
that is to have convening authority. We are recommending that first priority
in primary prevention be directed toward work with infants and young children
(and their social environments) . We give a number of illustrations of the
kinds of programs we have in mind. We take special note of the urgent need
to reduce societal stresses produced by racism, poverty, sexism, ageism, and
the decay of our cities. We make certain suggestions about funding and about
a broadly competent citizen’s committee to have a continuing advisory role.
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PREAMBLE

The first revolutionary change in society’s approach to the mentally ill
and the emotionally disturbed was the humanitarian concern exemplified by
Philippe Pinel who, in 1792, removed the chains binding the insane in the
fetid dungeons of Paris. He brought those victims up into the sunlight and
showed the world that kindness and concern were defensible and appropriate.

The second revolutionary change in our attitudes and values had its ori-
gin in Freud’s work that stressed the continuities between the sane and the
insane, the mind of the child 'and the mind of the adult, the world of dreams
and the world of reality.

The third revolution was the development of intervention and treatment
centers serving all persons needing help—comprehensive community mental health
centers—where, through a single door, everyone could seek and find skilled
help for the whole range of human mental and emotional problems.

Unlike political revolutions, each of these mental health revolutions
drew strength and inspiration from the earlier ones.

We believe we now stand on the threshold of a fourth revolution. Like
its predecessors, this revolution will not attempt to displace or replace prog-
ress already achieved. The new revolution will involve major societal efforts
at preventing mental illness and emotional disturbance. It will apply the
best available knowledge, derived from research and clinical experience, to

prevent needless distress and psychological dysfunction. It will, in the best
public health tradition, also seek to build strengths and increase competence
and coping skills in populations and thereby reduce the incidence of later
disturbance. This fourth revolution, if it happens, will identify our society
as a caring society—one that both holds out its hand to its unfortunate mem-
bers and does all it can to prevent misfortune for those at risk.

In speeches at the 1977 World Federation for Mental Health in Vancouver,
both Rosalynn Carter, Honorary Chairperson of the President’s Commission on
Mental Health, and Bertram Brown, until recently Director of the National In-

stitute of Mental Health, elaborated upon a theme of Margaret Mead about the

moral dimensions of mental health services. Dr. Mead has suggested that if

we select for first consideration the most vulnerable among us, then our whole
culture is humanized (1977). Mrs. Carter believes, as does Dr. Mead, that

"...our value as individuals, our success as a society, can be measured by our
compassion for the vulnerable" (1977). Dr. Brown asserts that ”[t]he system
that serves the largest collection of this diverse, oppressed, and needful
group is mental health. Mental health services ... increasingly represent the

court of last resort for the poor, the ill, the underprivileged, the hungry,

and the disenfranchised" (1977, p. 4).

The Task Panel on Prevention applauds the sentiments expressed in these

statements and goes further to suggest that an additional template be applied
in judging a society: its devotion to the prevention of those tragedies that

lead to the creation of society’s unfortunate members. Thus the panel takes as

its point of departure the conviction that a society must also be measured by

the steps it takes to prevent every form of preventable misfortune.

PREV 6



1828

Barrington Moore said much the same thing: "Human society ought to be or-
ganized in such a way as to eliminate useless suffering" (1970, p. 5).

Increasingly, the ranks of those who seek to emphasize the potential of
prevention are growing. President Carter has suggested that "the most im-
portant improvement in the quality of health care" would be to make available
"additional resources for primary and preventive care, nutritional services,
and occupational and environmental health initiatives" (1977). Dr. Julius
Richmond, Assistant Secretary for Health in the Department of Health, Educa-
tion, and Welfare, says "I feel very keenly that we must move to bring our
knowledge to the area of prevention" (1977). He stresses the importance of

behavioral research in learning how our society "can enlist people in preven-
tive activities for the promotion of their own health." And the Institute
of Medicine of the National Academy of Sciences has in process a major docu-
ment on strategies for promotion of health and prevention of disease in the
United States.

The fourth revolution is an idea whose time has come.
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INTRODUCTION AND RATIONALE

The development and application of primary prevention programs in the
field of the emotional disorders is the great unmet mental health challenge
of our time. From both a moral and ethical point of view, preventive inter-
vention has the potential for reducing human suffering associated with emo-
tional disorder and the impact of that suffering on family and friends. From
an economic point of view, effective primary prevention programs promise to
be less expensive in the long run than the direct (fiscal) and indirect
(human) costs to society of not providing such services.

The term "primary prevention" refers to a group of approaches that share
the common objectives of (1) lowering the incidence of emotional disorders
(i.e., the rate at which new cases occur) and (2) promoting conditions that
reinforce positive mental health. Primary prevention, in concentrating its
efforts on promotion and maintenance of competence, is distinguished from
traditional mental health services designed to identify, treat, or rehabili-
tate persons already disturbed (Kessler and Albee 1975; Albee and Joffe 1977;
Cowen 1977; Bloom 1977; Klein and Goldston 1977).

One way in which primary prevention works in the mental health field is

to eliminate the causes of disorders of known or discoverable etiologies
(e.g., cerebral syphilis). Equally, or perhaps more importantly, primary
prevention involves building the strengths, resources, and competencies in
individuals, families, and communities that can reduce the flow of a variety
of unfortunate outcomes—each characterized by enormous human and societal
cost. Because primary prevention approaches can be applied flexibly in a

variety of situations they are an especially attractive means for reaching
vulnerable, high-risk groups.

Primary prevention activities have two main justifications: (1) the
body of evidence supporting the efficacy of these approaches in their own
right; and (2) the growing sense of dissatisfaction, as the gap widens between
demonstrated need for help and the costly, often unavailable, human resources
to meet that need, with mental health’s past exclusive reliance on corrective
measures

.

From a logistical point of view, there can never be a sufficient number
of skilled health care providers to meet unchecked intervention needs. And
in any case, no major disorder in a population has ever been eliminated by
providing one-to-one treatment, however comprehensive.

Historically, the mental health field has always been unswerving in its

definition of mandate, i.e., to understand the complexities of psychological
aberration and to contain or minimize dysfunction when called on to engage
it. However constructive that mandate is, the service systems developed to

meet it cannot be expected to resolve society’s mental health problems.
Thus, today: (1) there are too few resources to deal with mental health
problems as defined; (2) distribution of those limited resources is inequit-
able, following the ironic rule of where help is most needed it is least

available; and (3) mental health energies are disproportionately allocated
to the exacting and costly task of trying to overcome already rooted, crys-

tallized, "end state" conditions—precisely those that most resist change.
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The history of public health in the past century provides ample evidence
that programs designed to prevent disease and disorder can be effective and
reasonably economical. Infectious diseases that can now be prevented include
smallpox, malaria, typhus, cholera, yellow fever, polio, and measles. An
equally impressive group of nutritional disorders, including scurvy, pellegra,
beri-beri, and kwashiorkor, is now also understood and preventable. Imagine
what our health bill would be if those diseases were not preventable and
society therefore needed to bear the costs of supporting State malaria hos-
pitals, State pellagra hospital, and State hospitals for polio victims.

Preventive measures have proved to be a vital extension of health care
practices in physical health. The mental health field, however, has yet to

use available relevant knowledge to develop systematically comparable efforts.
Public health approaches offer a sound conceptual and operating framework for
undertaking primary prevention in the mental health field.

Primary prevention approaches, on logical, humanitarian, and empirical
grounds, thus offer an attractive, sorely needed extension of existing mental
health practices that hold promise for reducing the eventual flow of emotional
disorder.

In the history of medicine the response to disease illustrates the re-
lationship between the state of knowledge and what physicians actually do.

At a time when few normal physiological processes, let along the pathologi-
cal ones, were understood, physicians had to be content with describing what
they saw and paltry efforts at palliation. Only with the advance of medical
knowledge was it possible to refine descriptions into diagnoses and, with an
understanding of etiology, to prescribe disease-specific treatment. As we
have become more sophisticated about the nature of illness, efforts to prevent
illness have also increased. For diseases with specific etiologies, i.e., in

which the pathogenic relationships between causative agent and disease came
to be fully understood, prevention efforts were often dramatic. But as most
diseases have multiple causes they required more complex strategies for pre-
vention as well.

Most mental conditions lack the single etiology or definitive understand-
ing of pathogenesis needed for dramatic prevention efforts. That very fact
has led many people to despair of ever preventing mental disturbance and to

continue to advocate an exclusive emphasis on diagnosis and treatment as the
only scientifically justifiable approach to mental illness. This broad kind
of denial of the possibilities of prevention has led to widespread indiffer-
ence toward it both by the medical profession and within society at large.
We have thus lived through an era of greater and greater expenditures for
treatment and rehabilitation without a much needed corresponding attention to

existing possibilities for prevention.

Prevention in the field of mental health can properly be seen as an inte-
grating perspective that can fuse our best understandings of the etiology of

mental disorder, personal and family relationships, and individual psycho-
dynamics on the one hand with a recognition, on the other, of the salient
social forces and pressures that combine to produce the individual and col-
lective disorganization we call emotional illness.
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The belief that our thinking must be reoriented away from the past ex-
clusive focus on diagnosis and treatment is not new. More than one hundred
years ago Lemuel Shattuck and his coauthors of the 1850 Report of the Sanitary
Commission of Massachusetts stated:

We believe that the conditions of perfect health, either public
or personal, are seldom or never attained, though attainable:

—

that the average length of human life may be very much extended,
and its physical power greatly augmented:— that in every year,
within this Commonwealth, thousands of lives are lost which might
have been saved:—that tens of thousands of cases of sickness
occur, which might have been prevented:—that a vast amount of
unnecessarily impaired health, and physical debility exists among
those -not actually confined by sickness:—that these preventable
evils require an enormous expenditure and loss of money, and im-
pose upon the people unnumbered and immeasurable calamities,
pecuniary, social, physical, mental, and moral, which might be
avoided:—that means exist, within our reach, for their mitigation
or removal:—and that measures for prevention will effect infi-
nitely more than remedies for the cure of disease, (Quoted by
Jonathan E. Fielding, in "Health Promotion - Some Notions In Search
of a Constituency," AJPH 67:1082, November 1977).

More recently, a major national effort in the field of mental health—the

work of the Joint Commission on Mental Illness and Health (JCMIH) (1961)—also
acknowledged the need for prevention. However, the JCMIH placed major emphasis
on early casefinding and early treatment, i.e., secondary prevention. That
emphasis underscored the fact that emotionally disturbed people needed imme-
diate help using resources from their own communities, a recognition that led
ultimately to the creation of the community mental health centers system.

Despite its acknowledgement of the need for prevention, the Joint Commis-
sion’s report and recommendations continued to reflect a powerful emphasis on
treatment, with little indication of a concern for the importance of primary
prevention. The following statement from the JCMIH’ s final report. Action for

Mental Health (1961), clarifies its priorities:

A national mental health program should recognize that major
mental illness is the core problem and unfinished business
of the mental health movement, and that the intensive treat-
ment of patients with critical and prolonged mental break-
downs should have first call on fully trained members of the

mental health professions.

The President’s Commission on Mental Health, established in 1977, set up

the Task Panel on Prevention with a charge (see below) to study, report, and

recommend efforts at prevention. The purposes of this present Task Panel on

Prevention, therefore, are: (1) to identify and develop the conception of

primary prevention in mental health; (2) to examine current strategies and

program possibilities in this area; and (3) to propose specific recommendations

for primary prevention to the President’s Commission on Mental Health.
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CHARGE TO THE TASK PANEL ON PREVENTION

In its deliberations the task panel has attended to the following
charge from the President’s Commission on Mental Health:

In recent years increasing attention has been paid to methods
for reducing needless mental and emotional disorder. The Com-
mission is establishing a Task Panel on Prevention to marshal
information demonstrating whether or not prevention is feasible,

set forth options for future courses of action, and indicate
sources of funding from which programs of prevention can be

supported. Specifically, it will be the task of this Panel to:

• Review current definitions of the term "prevention" and, given
the state of the art and fiscal and other constraints, develop
an operational definition of primary prevention; and, within
the confines of that definition, review various services and
programs and determine which are or are not successful;

• Identify barriers which interfere with the ability of the
consumer to obtain and receive needed preventive services and
with the capacity of community institutions to provide these
services

;

• Assess the national need for prevention services and programs
and the manpower and research needs which the effectuation of

a national prevention strategy will require; and

• Report to the Commission by January 15, 1978, setting forth
materials inventorying what works and in what settings, cit-
ing suggested practical models of preventive programs which
can be utilized by States, local governments, community men-
tal health centers, and other community institutions.
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DEFINITIONS: WHAT PRIMARY PREVENTION "IS" AND "IS NOT"

Primary prevention in mental health is a network of strategies that dif-
fer qualitatively from the field’s past dominant approaches. Those strategies
are distinguished by several essential characteristics. This brief section
highlights primary prevention’s essences using the direct contrast style of

saying what it is and what it is not.

(1) Most fundamentally, primary prevention is proactive in that it seeks
to build adaptive strengths, coping resources, and health in people; not to

reduce or contain already manifest deficit.

(2) Primary prevention is concerned about total populations, especially
including groups at high risk; it is less oriented to individuals and to the

provision of services on a case-by-case basis.

(3) Primary prevention’s main tools and models are those of education
and social engineering, not therapy or rehabilitation, although some insights
for its models and programs grow out of the wisdom derived from clinical
experience

.

(4) Primary prevention assumes that equipping people with personal and

environmental resources for coping is the best of all ways to ward off mal-
adaptive problems, not trying to deal (however skillfully) with problems that

have already germinated and flowered.
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WHAT DO WE SEEK TO PREVENT?

We believe there is sufficient evidence to encourage further development
of strategies for the prevention of a wide variety of conditions such as the

psychoses, especially organic psychoses, neuroses and other social disorders,
learning disabilities, child abuse, and other behavioral, emotional, and de-

velopmental deviations that fall within the broad range of mental health
problems.

One key difference between the human organism and lower animals is the

much longer period of time during which the human infant and child must de-
pend on others for survival and support. During that long growth process,

successful development can be interfered with by an unusually large number of

factors at any point. Thus, under certain unfortunate circumstances, all in-

fants are at risk for subsequent emotional and developmental deviations.
Scientific advances have markedly reduced the mortality and morbidity of child-
birth. Never before in our history have infants had as good an opportunity
as they now do to be born healthy and to thrive. Unfortunately, however, the

delivery of a biologically healthy full-term infant does not guarantee smooth
psychosocial development forever after. Precisely because interference with
optimal development is known to occur with high frequency, and to exact a

heavy toll, it is imperative that programs for primary prevention be developed.
It is essential to establish priorities, to select infants and children partic-
ularly at high risk, and to develop programs to assure optimal contining devel-
opment for such target groups. We firmly believe that efforts directed toward
infants and young children will provide maximum return in successful prevention.

The task panel advocates the establishment of programs designed to pre-
vent persistent, destructive, maladaptive behaviors, i.e., those unfortunate
"end states" that result from identifiable stresses for which the individual
lacks the necessary coping skills and the adaptive competencies. That criti-
cal goal suggests the need to identify: (1) agreed upon behavioral conditions
that pose a serious threat to others because of the damage they cause;

(2) patterns of behavior that are so distasteful for the affected person that
he or she cries out for relief; or (3) emotional states that lead to with-
drawal from meaningful social participation. Clearly, many such traits or
conditions require social value judgments about what is desirable or undesir-
able behavior, acceptable and unacceptable styles of living. Some of these
decisions, in short, may present dangers to liberty and to the freedom of
people to follow their own drummers, to be unconventional, and even to be
damned fools. There are many historical examples of the tyranny of the ma-
jority enforcing patterns of approved behavior and lifestyles, and too many
deviants who have been punished, excommunicated, or even killed for noncon-
formity. Clearly, preventive efforts must be directed toward those end
states that cause either genuine harm to others or genuine unwanted suffer-
ing in affected individuals.

Attempts to classify mental conditions have turned out to be far more
complex than was originally thought. The exciting successes of medicine and

I biology during the 19th century in classifying physical illnesses were viewed
as models that might lead ultimately to successful classification of mental

; diseases. Indeed, the discovery of specific physical causes for certain mental
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conditions—the role of the spirochete, and the relationship of untreated
syphilis to the subsequent appearance of a serious mental illness called
general paresis; relationships between vitamin deficiency and pellagral
psychosis; the serious social and behavioral consequences of oversecretion
and undersecretion of certain endocrine glands such as the thyroid and the
adrenals—each served to strengthen the belief that eventually all disturbed
behavioral states would be found to have an underlying pathological organic
cause. That view persists even today. Some experts accept Nobel Laureate
Linus Pauling's view that there can be no insanity in a healthy brain (1968).
Another world famous chemist, Ralph Gerard, said much the same thing; "There
can be no twisted behavior without a twisted molecule." Unfortunately, life
is not so simple; indeed many everyday observations contradict that view.
For example, soldiers under extreme combat stress often show serious emotional
disturbances; children of disturbed parents often exhibit serious emotional
problems; many persons undergoing naturally occurring life stresses, such as
sudden widowhood or marital disruption, experience extreme personal anguish
and depression. Yet each of these conditions is reversible. The critical
point to be understood is that while all behavior has an underlying physio-
logical basis, disturbed behavior need not imply an underlying pathological
organic process. In short, people react emotionally to stress; they learn
to withdraw, to attack, or to distort their relationships with others through
normal physical mechanisms.

The Task Panel on Prevention thus advocates a broad-gauged effort in

primary prevention directed ultimately to reducing the incidence of the major
aberrant conditions and end states that have, for years, occupied the atten-
tion, claimed the efforts, and been sources of exasperation to the mental
health field: the major childhood behavioral and developmental disabilities,
the functional and organic psychoses, symptom and character neuroses, and
profound psychosocial disorders such as delinquency and addiction. The
task panel advocates a vigorous national effort to build health and compe-
tencies in individuals from birth, so that each person may maximize his or

her chances for a productive, effective life.

We note especially that any serious national effort at prevention of

mental disorders and promotion of mental health must also be addressed to

those social-environmental stressors that significantly contribute to the

pathology of prejudice. Racism is a particularly noxious influence. Like-
wise, bias against ethnic minorities, sexism, and ageism must be recognized
as placing significant portions of the population, merely by membership in

these groups and the environmental stress that such membership attracts, at

high risk of mental disorder. While outside the direct purview, or immediate

special competence, of mental health specialists, elimination of institution-
alized and other forms of racism and other biases must continue to be a pri-

ority for primary prevention as well as for other aspects of our national
interest

.
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BARRIERS TO PRIMARY PREVENTION EFFORT

S

However sensible or rational primary prevention is, however critical
it is as a key future strategy for the mental health fields, it is an ap-
proach that must surmount powerful barriers, including the following:

(1) Our society is crisis-oriented; we react to here-and-now pain,

blood, and visible suffering. Because primary prevention is future-oriented,
many see it as postponable—or if not that then certainly as having low pri-
ority. Because it is oriented so heavily to strengthening people’s resources
and coping skills rather than addressing current casualty, it lacks a con-
stituency and political "clout."

(2) The history, traditions, and past values of the mental health pro-
fessions have been built on the strategies of repairing existing dysfunction.
People are attracted to mental health with that image in mind; moreover, they
are trained and they practice in that same mold. That image of self and way
of behaving professionally is reinforced because it serves such human needs
as the need for status, economic gain, and (understandable) gratifications
involved in the process of being personally helpful to distressed others.
The question is whether it serves society equally well.

(3) Primary prevention in mental health is threatening to some because
its very nature may raise sensitive issues of social and environmental change
and/or issues about people’s right to be left alone.

(4) Existing mechanisms to support certain mental health activities
(e.g., funds for third-party reimbursement, treatment staff, hospital beds)
are not geared to primary prevention activities. Accordingly, primary pre-
vention proposals are viewed by some not only as threatening to rooted ways
and vested interests but also as competing for resource dollars.

(5) The past lack of recognition of primary prevention as an accepted
way in mental health that differs qualitatively from past approaches leaves
a series of "Catch 22" residues:

(a) Fiscal allocations for primary prevention dollars rarely exist,
or are at best pitifully small.

(b) We lack appropriate administrative structures charged with the
responsibility of promoting the development of primary prevention.

(c) Personnel trained in the ways of primary prevention are in
extremely short supply. Moreover, they tend to be the last hired and the
first fired.

(d) Few professionals are assigned to primary mental health activ-
ities on a sustained, full-time basis.

(e) Activities that are labeled primary prevention often, in fact,
are not that at all.
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(f) There has been virtually no support for research in primary
prevention; yet, ironically, critics argue that the field lacks sufficient
evidence to warrant programmatic action. One indication of the difference
in attitudes toward treatment and prevention is that treatment efforts are
mandated even without adequate effectiveness data, whereas prevention ef-

forts are discouraged because of "lack of evidence." With respect to

treatment of already identified cases, the social mandate is to "try to be
helpful." No such mandate has existed for prevention efforts.

Problems such as the above cannot be engaged, much less resolved, until
primary prevention is accorded a place of visibility and importance, backed
by leadership with the mechanisms and resources needed to achieve true via-
bility rather than tokenism.

PREV 16



1838

PRIORITIES

Our task panel was asked to order our priorities among a range of pre-
vention interventions and among the variety of target groups for whom primary
prevention efforts are possible. It is not easy to set such priorities; in-

deed, decisions about them could well vary as a function of the weights given
to social value judgments versus scientific criteria.

We can try to illustrate the kinds of choices we considered in setting
priorities among the large variety of primary prevention programs the task
panel reviewed. We found ourselves considering:

(1) Programs with high potential for success that affect relatively
few people, e.g.

,

(a) Genetic counseling of persons with a family history of

Huntington’s Disease, PKU, or Down’s Syndrome;

(b) Intensive intervention with blind infants (based on the
fact that such children are known to be at high risk
for psychosis)

.

(2) Programs with significant research effectiveness demonstrated on
small samples but with good prospects for reaching large numbers,
e.g.

,

(a) Competency training in preschool settings and early
school grades;

(b) Widow-to-widow self-help counseling groups.

(3) Programs with strong theoretical promise for success affecting
potentially large numbers of people, e.g.,

(a) Helping groups for people who experience sudden or

extreme stresses such as infant death, job loss, or

marital disruption.

(4) Programs aimed at improving broad social situations with poten-
tially great impact on millions of people. Because such conditions
are not usually considered part of mental health’s purview, con-
sidering them might give the Commission ^the set that the task panel
has too wide a range of things, i.e., "everything" is primary pre-
vention! Candidly, too, such considerations may involve sufficiently
controversial social values that it would be politically wiser to

avoid them. Examples include the potentially damaging mental health
consequences of:

(a) Unemployment, discrimination, and lack of job security;

(b) Boring and/or dangerous work;
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(c) The national epidemic of teenage pregnancies, unwanted births,
premature parenthood;

(d) Smoking and the use of drugs, including alcohol; their effects
on unborn children;

(e) Ethnocentrism—racism, sexism, ageism; the damage wrought, the
self-fulfilling prophecy, the damaged self-esteem of the per-
secutor and the persecuted.

Priority-setting may be premature. One rational, possible approach would
be to base priorities on three sources of judgment:

(1) Epidemiological information on prevalence of distress;

(2) Value judgments solicited from affected groups, e.g., minorities,
the aged, the impoverished—all at high risk; and

(3) Research and demonstrations of effectiveness.
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STRATEGIES RESTING ON A RESEARCH BASE

Members of the task panel, pulled between the choice of an overinclu-
sive need to cite every relevant study done on primary prevention and the

clear realization that brevity and readability were essential, opted for the

latter. Somewhat self-consciously, we regarded ourselves as being among the

Nation’s experts on primary prevention. We thus hoped that we might have
enough credibility with the members of the Commission to be able to say
firmly that the existing evidence indeed supports a major shift in emphasis
toward primary prevention. For Commission members who already have the vision
that mental health’s major new thrusts must be toward the prevention of dis-
tress and the building of competence in the citizenry, we need cite only
enough data to be reassuring that a broad capability for such an effort truly
exists

.

At the risk of sound apocalyptic, the task panel believes that a firm,

enthusiastic recommendation by the President’s Commission for a genuinely
accelerated national effort in primary prevention would be a major step for-
ward for humankind. Symbolically, this would mark acceptance of our role as
our brothers’ and sisters’ keepers. It would say that relevant mental health
activities must go beyond the here and now and as such would move to center
stage a long-term view of benefiting all humankind.

Primary prevention’s defining characteristics and mandates necessarily
structure its main strategies. With proaction, health and competence build-
ing, and a population orientation among its core qualities, it follows,
virtually automatically, that primary prevention programs must be heavily
oriented to the very young. Although the panel’s discussions of programs and
strategies have ranged across all developmental stages, we agreed that major
primary prevention efforts must be focused on the prenatal, perinatal, infancy
and childhood periods.

The National Association for Mental Health has developed a detailed pro-
gram of primary prevention that guides efforts from conception through the
first months of life. In our recommendations we list a number of other effort
that can be applied at prenatal, perinatal, and subsequent childhood levels.
Again, we reemphasize our agreement about the importance of an approach that
follows the developmental sequence. In this section, however, we will illus-
trate the research base with just a few brief programmatic examples.

Let us give a detailed example that involves efforts with children begin-
ning with the preschool years. Such an approach, consistent with the spirit
of primary prevention, has yet to be harnessed systematically by the mental
health fields. At the same time, a rapidly growing body of evidence demands
that it be taken into serious account.

It has been known for some years that performance on an interrelated
group of skills known collectively as interpersonal cognitive problem solving
(ICPS) skills consistently discriminates between maladapted clinical or
patient groups of children (and adults) and healthy normals (e.g., Spivack
and Levine 1963; Platt, Altmann, and Altmann 1973; Spivack, Platt, and Shure

1976; Spivack and Shure 1977). ICPS skills such as the ability to "sense"
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problems, to identify feelings, to use alternative-solution thinking, means-
end thinking, and consequential thinking apparently provide a useful cogni-
tive and emotional technology for engaging interpersonal problems effectively.
Those who have and use those skills effectively appear to others in inter-
personal relations as well adjusted behaviorally . Those who lack or are de-
ficient in such skills are seen as maladjusted—sometimes even with clinically
significant conditions such as neuroses, psychoses, problems of delinquency,
antisocial behavior, or addiction. ICPS skills can thus be thought of as
mediating effective behavioral adjustment. If that is so, the challenge it

presents for primary prevention is to find ways to equip children, as early
and effectively as possible, with those skills. The model of ICPS skill
training well illustrates primary prevention's defining attributes: it is

health building,, proactive, mass oriented, aqd educational. The main theo-
retical constraint on the ICPS approach is the human organism's limit,
developmentally, to profit from such training. Once that developmental point
is reached, only the formats and mechanisms of ICPS training, not its goals,
need change for different groups who can be exposed to the approach.

Several research teams have implemented ICPS training programs directed
to different target groups that are quite diverse in terms of age, prior his-
tory, sociocultural and ethnic background. Their findings have been instruc-
tive—indeed, exciting.

Spivack and Shure (1974) developed one such program consisting of 46
"lessons" given over a 10-week period for 4-year-old Head Start children.
Not only did children in the program acquire the key ICPS skills, but as

that happened their behavioral adjustment was also found to improve. Partic-
ularly interesting was the fact that the initially most maladapted youngsters
both (1) advanced the most in ICPS skill acquisition and (2) improved the most
behaviorally. Spivack and Shure also demonstrated direct linkages between the

amount of gain in ICPS skills—particularly in the ability to generate alter-
native solutions—and improvement in subsequent adjustment. Follow-up of

program youngsters a year later, when they had gone on to new class settings,
showed that program improvements were maintained over time (Shure and Spivack

1975a). In a closely related project (Shure and Spivack 1975b), it was shown

that inner-city mothers given special training in the ICPS method were success-
ful in training their own children in those skills—again with positive radi-
ation to the adjustment sphere. Thus, a potentially powerful primary preven-
tion tool was shown to have coequal applicability in the two settings that

most significantly shape a child's early development: home and school.

Several other groups, working with the same general framework, have pro-

vided further demonstrations of the applicability and fruitfulness of the ICPS

training model as a strategy for primary prevention (Stone, Hinds, and Schmidt

1975; Allen et al. 1976; Gesten et al. 1978; Elardo and Caldwell 1976; Elardo
and Cooper 1977). It is beyond the scope of this brief summary to review
that body of work in detail. Indeed the main reason for providing the cita-
tions is to establish that the efficacy of the approach is not confined to the

inputs and wisdom of a single team, working with a particular target group,

in a special setting. Rather, it is to say that because the approach has been

shown to have generality across diverse settings and age, sex, ethnic, and

socioeconomic levels, it stands as an example of a promising generalized

strategy for primary prevention.
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Findings based on the ICPS approach are in the same research tradition
as an earlier set of demonstrations growing out of Ralph Ojemann's pioneer-
ing programs (1961, 1969) to train children to think causally. Other workers
(Bruce 1958; Muuss 1960; Griggs and Bonney 1970) have shown that successful
mastery of causal thinking skills is accompanied by significant gain on meas-
ures of (decreased) anxiety, (increased) security and self-concept, and im-

proved overall adjustment status in children.

This broad competence training strategy is limited primarily by its new-
ness and by the minimal investment that has thus far gone into it. Thus, the
broad range of its potential has scarcely been explored. By broad range is

meant the fact that many other competencies besides those that make up the
ICPS group may be clearly shown to contribute significantly to behavior ad-
justment. Examples might include such qualities as healthy curiosity behavior,
altruism, role taking, and the ability to set realistic goals. A promising
recent study by Stamps (1975) provides evidence in support of the basic argu-
ment. Working with fourth grade inner-city children. Stamps developed a cur-
riculum, based on self-reinforcement techniques, designed to teach realistic
goal-setting skills. Program children learned those skills readily. As
their goal-setting skills developed, they showed parallel improvements in

achievement, in behavioral adjustment, and on personality measures. Teachers,
at the end of training, judged them to have fewer behavior problems than demo-
graphically comparable nonprogram controls. Moreover, they showed improvement
on measures of openness, awareness, and self-acceptance.

The importance of early competence acquisition can be illustrated at a

somewhat different level, i.e., in relationship to a rapidly developing body
of knowledge about the efficacy of enrichment stimulation programs for young
disadvantaged children (Gottfried 1973; Horowitz and Paden 1973; Jason 1975).
Among the most impressive program efforts in that area is that of Heber (1976)
and his associates in Milwaukee—a 10-year longitudinal program with dramatic
and exciting findings. Heber 's program, directed to the "high-risk" children
of mothers with IQ's of 75 or less, started immediately after the child was
born. An intensive, saturated program emphasizing continual skill training
was conducted at a day care center where the children spent all day, every
day for the first 5 years of life. Each family was also assigned a home
teacher who taught mothers child rearing and other life skills.

Careful comparisons of the program children to matched nonprogram con-
trols, over a 10-year period, have uncovered some remarkable findings. For
example, this initially high-risk program sample has not only far outpaced
controls, cognitively and linguistically (e.g., at age 7 they had a mean IQ
of 121 vs. 87 for controls), but they have also run well ahead of expectan-
cies for a normal population of age peers at large. The key message from
this impressive demonstration is that systematic, early competence acqui-
sition seems to pave the way for effective later adaptations in key life
spheres

.

The main sense of the program development and research efforts we are
describing here is as follows. We now know that several pivotal competencies,
on the surface quite far removed from mental health's classic terrain, can be
taught effectively to young children and that their acquisition radiates pos-
itively to adaptations and behaviors that are, indeed, of prime concern to
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mental health. Symptoms and problem behaviors are reduced after acquisition
of these skills. Health has been proactively engineered, so to speak, through
skill acquisition. This is a message we cannot afford to repress; it is both
a paradigmatic example and further mandate for intensified primary prevention
efforts

.

However promising the competence training approach to date has been, it

should be seen as just one model—not as a bible. We urgently need a fuller
and clearer understanding of the nature of core competencies in children—how
they relate to each other and, even more important, how these may radiate to

interpersonal adjustment. We need to understand what changes take place with
development in the nature of essential competencies. As competencies that
radiate to adjustment are identified, curricula and methods for helping young
children acquire them must be developed. The effectiveness of those curric-
ula, as well as their actual behavioral and adjustive consequences, must be
carefully evaluated. That is a complex and time-consuming challenge—one
that must be met by a concerted effort—not by small, isolated programs or
small research grants. The costs will be substantial but so is the potential
reward—a healthier, happier, more effective, better adjusted next generation,
on the positive side, and cutting down the flow of those types of emotional
dysfunctions and behavioral aberrations that are at once socially draining,
degrading, costly, and destructive of human beings.

Competence training, though unquestionably a powerful tool for primary
prevention, is not the only one. A second strategy, also with high potential,
is the analysis and modification of social systems. This second strategy can
be applied at multiple levels, from broad to narrow. It rests on the view that

people’s (especially children’s) development, adaptation, and effectiveness are

significantly shaped by the qualities of a relatively few high impact environ-
ments in which they live (e.g., families and schools and communities). Environ-

ments can be many things. One thing they cannot be is neutral. Whether
planned or by default, they are factors that either facilitate or impede the

growth and adaptation of their inhabitants. The following section illustrates
research-based efforts to change environments, including social environments,
constructively. The first and most impactful social system is the infant-
caregiver relationship.

Broussard (1976) has demonstrated, under careful research conditions,

negative later outcomes in first-born children whose mothers perceived them
negatively shortly after birth and a month later. In those cases in which
the mother reported negative attitudes toward the infant at birth and also a

month later, follow-up studies through age 11 have shown a high risk of emo-
tional disturbance in these children. Broussard is now engaged in an inter-
vention study with a sample of these high-risk infants and mothers using fam-
ily interviews, home visits, and mother-infant groups up to 2 years following
birth. Preliminary results show significantly better developmental scores for

the intervention children than for intervention-refused and comparison groups.

This set of studies again is illustrative. Viewed together with the Klaus and

Kennell studies (1976) showing the critical importance of early "bonding" ex-

periences between mother (and/or other caregiver) and infant, certain impli-

cations for preventive intervention emerge. Conditions designed to maximize
optimal positive social perception of the infant are important to the develop-
ment of a sense of self-esteem and self-worth.
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The demonstration of relationships between characteristics of environ-
ments and the emotional well-being of people is not at all limited to the
infancy period. Indeed, there are examples of such work involving children
of all ages during the school years. Illustratively, Stallings (1975) de-
veloped a comprehensive framework for assessing class environments for young
school children in Project Follow Through. She reported clear relationships
between environmental properties and positive outcomes—academic as well as

interpersonal (e.g., cooperativeness, curiosity, persistence). Moos and his

colleagues at Stanford (Moos 1973, 1974a, 1974b; Moos and Trickett 1974;
Insel and Moos 1974) have pioneered the development of measures of a variety
of social environments (e.g., hospital wards, schools, military companies,
and work units) and have shown consistent relationships between environmental
properties and how people feel and behave in those environments. Environments
that score high in relational qualities such as involvement and mutual support,
compared to their opposites, appear to have occupants who are less irritable
and depressed, more satisfied and comfortable, and have higher self-esteem.
Specifically, for high schools, Trickett and Moos (1974) demonstrated that
students from classes with high perceived student involvement and close stu-
dent-teacher relationships reported greater satisfaction and more positive
mood states than their opposites.

Although qualities of social environments clearly affect what happens to

their occupants, it oversimplifies things to assume that those effects are
constant for all people. Several observers have stressed the importance of
"ecological-matches," (i.e., environments that are facilitative for one per-
son can strangle another (Hunt 1975))—a point that has been documented empir-
ically in several studies (e.g.. Grimes and Allinsmith 1961; Reiss and
Dyhdalo 1975) . Especially relevant is the extensive work reported by Kelly
and his colleagues (Kelly 1968, 1969; Kelly et al. 1971, 1977), who have ex-
amined longitudinally the nature of "adaptive" behavior in fluid (high annual
pupil turnover) and stable (low annual pupil turnover) high school environ-
ments. Their main finding was that what is adaptive in one environment was
not in the other. For example, new students integrated much more readily in
fluid environments, where personal development was highly valued. By con-
trast, status and achievement were more important in stable environments.
Insel and Moos (1974) bring the "ecological-match" question an important step
closer to mental health's prime terrain with the following observation: "A
source of distress and ill health is in the situation in which a person at-
tempts to function within an environment with which he is basically
incompatible.

"

The preceding brief summary is simply to establish that there is already
a body of data showing that social climate variation relates to person outcomes
on variables of central interest to mental health; moreover, such outcomes may
differ for different people. Although we still lack a full understanding of
those complex relationships, enough is in place to pinpoint future challenges
for primary prevention: What are the high impact dimensions of the important
social environments that shape children? How are they best assessed? What
are the relationships between environmental properties and person outcomes
(i.e., which qualities facilitate or impede development, and for whom)? Ulti-
mately, the goal for primary prevention is to help to engineer social environ-
ments that optimize development for all people.
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Research and demonstration strategies based on impactful social systems
must rest on prior or concurrent efforts to provide a sound foundation of
good health care and nutrition. Good health care before and at the time of
birth has preventive impact. Many preventable traumata occur at the time of
childbirth, both physiological and psychological, that can affect the later
mental health of the child. Prolonged and difficult births often involve
anoxia (lack of oxygen) for the infant. Because low birth weight is known
to increase the risk of later difficulties, hospital nurseries must be avail-
able for premature infants to prevent damage. Psychologically, support from
family members and others is important for the woman at the time of childbirth.

Promoting the health of the expectant mother and child during and after
pregnancy, together with sound health care to avoid the complications of preg-
nancy, including prematurity, can materially reduce the incidence of future
mental problems.

Clinical observation of many disturbed people documents the important
role that identifiable environmental social system stresses play in precip-
itating emotional breakdown. Situations involving unusual and intense distress
often serve as a kind of "natural experiment" establishing this relationship.
Thus, children of parents involved in disrupted marriages and children moved
from foster home to foster home show a high frequency of emotional disturbance.
Adults who lose a job or who experience the loss of a spouse or child often
show psychological, physiological, and psychosomatic disturbances. (See

Holmes and Rahe 1967; and Dohrenwend and Dohrenwend 1974.)

Although individuals differ in their resistance to environmental pressure,
the reduction of environmental stress clearly reduces emotional disturbance.
A considerable amount of recent research has related life stresses to subse-
quent emotional disturbances. The death of a spouse, the loss of a job, going
on vacation, marriage, the birth of a child—all are environmental events that

may lead to both physical and psychological disturbance.

The individual’s social support system is a key factor in determining his

or her response to a stressful environmental event (Caplan and Killilea 1976;

Collins and Pancoast 1976; Gottlieb 1976). We can point to members of identi-
fiable groups and predict a higher than random chance of their later serious
emotional disturbance. Children of adults labeled schizophrenic or alcoholic
are more likely to be identified later as emotionally disturbed. Primary grade

children who are seen by teachers or peers as having adjustment difficulties
have been shown to have higher rates of later emotional problems (Cowen et al.

1973, 1975; Robins 1966; Werner and Smith 1977).

Research on stress reduction is voluminous. Interventions can range from

effective sex education for school-age children to "anticipatory guidance" or

"emotional inoculation" to "modeling" and/or abreactive approaches before pre-
dictable stresses such as elective surgery, all the way through the life cycle
to widow-to-widow self-help groups during and following bereavement (Silverman

1976, 1977). Relationships between stress and emotional disturbance are often
much less visible or direct than those between environmental toxins and physi-
cal illness. But there are exceptions to this rule, one of which is documented
more fully in the paragraphs to follow.
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Of all social variables that have been studied in relation to the dis-
tribution of psychopathology in the population, none has been more consistently
and powerfully associated with this distribution than marital status (Bloom

1977). Persons who are divorced or separated have repeatedly been found to

be overrepresented among the emotionally disturbed, while persons who are mar-
ried and living with their spouses have been found to be underrepresented.
In a recent review of 11 studies of marital status and the incidence of men-
tal disorder reported during the past 35 years, Crago (1972) found that, with-
out a single exception, admission rates into psychiatric facilities were low-
est among the married, intermediate among the widowed and never-married adults,

and highest among the divorced and separated. This differential appears to be

stable across different age groups (Adler 1953), reasonably stable for each
sex separately considered (Thomas and Locke 1963; Malzberg 1964), and as true
for Blacks as for Whites (Malzberg 1956) . Supportive evidence of these dif-
ferentials was provided by Bachrach (1975), who noted that "utilization stud-
ies [of mental health services] have generally shown that married people have

substantially lower utilization rates than nonmarried people and that the

highest utilization rates occur among persons whose marriages have been dis-
rupted by separation or divorce."

Not only are highest admission rates to mental hospitals reported for
persons with disrupted marriages, but the differential between those rates
and similarly calculated rates among the married is substantial. The ratio
of admission rates for divorced and separated persons to those for married
persons is on the order of 18:1 for males and about 7:1 for females for pub-
lic inpatient facilities. In the case of admissions into public outpatient
clinics, admission rates are again substantially higher for separated or
divorced persons than for married persons. Ratios of these admission rates
are nearly 7:1 for males and 5:1 for females (Bloom 1977).

Although data documenting the adverse mental health correlates of mari-
tal disruption are especially extensive and compelling, that is by no means
the only area in which linkages between life stress and emotional upheaval
have been shown. Other prominent examples include bereavement, natural dis-
aster, loss of a child, e.g., as in the Sudden Infant Death Syndrome (Gold-
ston 1977), and job loss. It has been said, with good reason, that life
stresses and crises involve both danger and opportunity. Such crises are
frequent. They menace—often disrupt— the victim's well-being. They have
potentially long-term debilitating effects. The challenge for primary pre-
vention is to develop new program models for "at-risk" victims of life
stresses—programs that minimize the dangers of stress situations and maxi-
mize the opportunities they offer for learning effective new ways of coping.

The task panel reviewed a very large number of studies of social sys-
tems and life events that produce high degrees of stress in large numbers of
people. It is important, as noted above, to point out that social stress
(from child abuse and marital disruption to racism, discrimination, and un-
employment) increases the probability of physical and mental breakdown or
disturbance. At the same time, because there are no clear-cut cause-specific
connections between single identifiable stresses and a subsequent disturbance,
the primary prevention strategist cannot always "produce the convincing evi-
dence" of direct linkages of cause and effect so often demanded by research
funding agencies.
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It should perhaps be stated explicitly that the panel’s proposals for
program development and research in primary prevention involve what philos-
ophers of science call a major new "paradigm shift" (Kuhn 1970; Rappaport
1977). The area of social stress illustrates the point. The history of ef-
forts to prevent organic disease shows that one particular research paradigm
has been remarkably successful in giving us a sound research base for develop-
ing preventive methods. That traditional paradigm may be outlined as follows:

(1) define a disease or condition that is judged to be in need of prevention
and then develop procedures for reliably identifying persons with the condi-
tion; (2) study its distribution in terms of time, place, or person charac-
teristics in the population in order to identify factors that appear to be
causally related to it; (3) mount and evaluate experimental prevention pro-
grams to test the validity of the hypotheses generated by the previous
observations

.

That paradigm has been enormously successful; it was used, for example,
to develop highly effective preventive programs for smallpox and cholera in
the 19th century and for rubella and polio in the 20th century. In the case
of emotional disorders, general paresis is now preventable, as is psychosis
following pellagra—both as a result of this approach.

But there are good reasons to believe that new paradigms are now needed.
One such reason is that many emotional disorders do not seem to have a specific
biological causal basis; indeed, most result from a multiplicity of inter-
acting factors. Hence, a paradigm that represents a major departure from the

earlier model outlined above is now having a much greater impact on our knowl-
edge base. Its steps may be summarized as follows: (1) identify stressful
life events or experiences that have undesirable consequences in a signifi-
cant proportion of the population and develop procedures for reliably iden-
tifying persons who have undergone or who are undergoing such events or
experiences; (2) study the consequences of those events in a population by

contrasting subsequent illness experiences or emotional problems with those
of a suitably selected comparison population; (3) mount and evaluate experi-
mental prevention programs aimed at reducing the incidence of such stressful
life events and/or at increasing coping skills in managing those events.

This new paradigm assumes that just as a single disorder may come about
as a consequence of a variety of stressful life events, any specific stress
event may precipitate a variety of disorders, as a result of differing life

histories and patterns of strengths and weaknesses in individuals. For ex-

ample, an unanticipated death, divorce, or a job loss may increase the risk
of alcoholism in one person, coronary artery disease in another, depression
and suicide in a third, and a fatal automobile accident in a fourth. That
is, this new paradigm begins by recognizing the futility of searching for

a unique cause for every disorder. It accepts the likelihood that many dis-

orders can come about as a consequence of any of a variety of causes. With
this acceptance comes the realization that successful efforts at the preven-
tion of a vast array of disorders (particularly emotional disorders) can

take place without a theory of disorder-specific causative mechanisms.

This section has presented a brief distillation of some of the current
knowledge base in three main areas of primary prevention in mental health:

(a) competency training emphasizing developmental approaches, (b) the im-

pact of social systems on individual development, and (c) the reduction and
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management of naturally occurring life development stresses. All three areas
already have substantial, promising knowledge bases that not only justify
accelerated primary prevention efforts for the future, but that point specif-
ically to areas in which such efforts may be most useful at once.
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RECOMMENDATIONS IN PRIMARY PREVENTION

Initiating a significant national effort in primary prevention of men-
tal and emotional disturbances requires that key decisions be made about:

(1) the necessary optimizing structures, (2) the needed program emphases,

(3) funding mechanisms, and (4) ways of monitoring such efforts to ensure
that balance and relevance are maintained.

The task panel’s recommendations, though constrained by time pressures,
relate to each of the above key components in a national program for primary
prevention.

RECOMMENDATION 1 - STRUCTURAL

A coordinated national effort is required if significant progress toward
the prevention of emotional disorders is to take place. The components of

that effort must include:

(a) A Center for Primary Prevention within the National Insti-
tute of Mental Health (NIMH)

.

(b) Primary Prevention Specialists assigned to each of the 10

U.S. Public Health Service (USPHS) Regional Offices.

(c) Offices of Primary Prevention in each State-level mental
health agency.

(d) A small number of Primary Prevention Field Stations--
"model" centers for training, demonstration, and
research—strategically located in representative com-

munities and/or universities.

(e) Legislative authorization for earmarked grants available
to local agencies including, but not limited to, commu-
nity mental health centers on a competitive basis for

establishing and evaluating primary prevention programs,
perhaps paralleling section 204 (Grants for Consultation
and Education Services) of the Community Mental Health
Centers Act, as amended (Title III of Public Law 94-63).

(f) Significant expansion of professional training and re-

search opportunities in primary prevention.

DISCUSSION OF RECOMMENDATION 1

A Center for Primary Prevention within NIMH should have the necessary

(1) authorizations, (2) monetary resources, and (3) staff to carry out the

following functions:
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(a) Serve as the "lead agency," with convening authority,
to bring together representatives of other Federal
departments to discuss, plan, and implement primary
prevention activities in which overlapping interests
exist

;

(b) Prepare and disseminate critical reviews of theory,
programs, and research in the area of primary pre-
vention. Such reviews should include periodic sur-
veys of the state of the art and of practitioner
needs; the assembling of available knowledge; the pre-
paring of curriculum materials and teaching aids; the
identifying of promising areas for applied research
and field trials; and promising leads for new research
and program development;

(c) Convene conferences and workshops bringing together
appropriate persons to discuss, and review research
and practice issues in, primary prevention;

(d) Assist in the development of State-level Offices of

Primary Prevention;

(e) Award, with its own review committee mechanism, con-
tracts and grants for research and training in pri-
mary prevention. High priority should be given to the
allocation of funds for postprofessional, public-
health-oriented education for established mental
health professionals who can then provide leadership
for program development at both State and local levels
and who would be in a position to train and supervise
others in the field;

(f) Help institutions of higher education to develop cur-
riculum materials for training in primary prevention;

(g) Develop priorities and policy recommendations for pro-
gram development in primary prevention; and

(h) Publish a professional-level scientific journal in pri-
mary prevention.

In order to carry out these objectives the proposed Center for Primary
Prevention should establish an advisory group composed of representatives of

all relevant agencies and institutions. The advisory group should include,
but not be limited to, mental health professionals.

The recommendation that a Center for Primary Prevention be established
within NIMH does not preclude establishing similar centers within other
appropriate Federal agencies and an interagency mechanism for coordinating
Federal efforts by all relevant departments.
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Primary prevention specialists in USPHS Regional Offices should provide
j

the impetus for program development within each region and should serve as the li

major link between State-level Offices of Primary Prevention, local community
mental health centers, and other agencies interested in primary prevention '

program development and training on the one hand and the NIMH Center for Pri-
mary Prevention on the other. Such linkages would provide an excellent mech- 1

anism for alerting staff within the Center for Primary Prevention about issues
of regional concern, needs for specific curriculum materials, and difficulties

i

in implementing programs or research studies.

State-level Offices of Primary Prevention should be responsible for main- 1

taining an overview of each State’s governmental structure in order to encour-
age the development of primary prevention programs. As States have a variety
of organizational structures, in terms o^ relationships of mental health and

|

general health care, public health, welfare, and education. State-level Offices
|

of Primary Prevention should be designed to provide wide-ranging interaction
with all of the human service components of State government. State-level
Offices of Primary Prevention should seek to provide consultation and finan-
cial inducements to local communities interested in developing or expanding
primary prevention activities.

It may be necessary, at least initially, to subsidize State-level Offices
of Primary Prevention through a Federal funding or matching mechanism.

|

j

Primary Prevention Field Stations should function as one key component 1

of the NIMH Center for Primary Prevention’s research and demonstration program,
j

They should have clear administrative linkages in the Center.
j

Field stations should be able to join with the NIMH Center in publishing .

a professional-level scientific journal in primary prevention. They should
i

provide ongoing training in the practice of primary prevention and in primary
prevention research for persons charged with such responsibilities in insti-
tutions and agencies across the country.

Field stations should not only conduct basic research on ways to reduce
significantly the incidence of emotional disorders, but should also foster
long-range field trials to evaluate preventive strategies and to develop
feasible dissemination mechanisms for those shown to be effective.

RECOMMENDATION 2 - STRUCTURAL

There should be a legislative mandate and Executive
order to the relevant Government agencies (such as

the Office of Education, the Office of Child Develop-
ment, the National Institutes of Health, and other
relevant components of the Department of Health, Edu-
cation, and Welfare, the Departments of Agriculture,
Labor, and Housing and Urban Development) setting up

appropriate mechanisms, supported by funding, to

develop primary prevention programs. As indicated
earlier, the NIMH Center for Primary Prevention

should be authorized as the convenor of such groups

to coordinate and provide technical assistance for
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DISCUSSION OF RECOMMENDATION 2

Primary prevention activities often involve agencies other than tradi-
tional mental health systems. Preventive intervention is frequently organized
to provide assistance to normal children and adults in developmental age-
appropriate tasks. Many of these prevention efforts are directed toward ensur-
ing a nurturant environment, physically and psychologically, for the fetus,

infant, and child. Many Federal agencies have important and relevant areas
of responsibility for such preventive efforts.

RECOMMENDATION 3 - EMPHASES

Top priority for program development, training, and
research in primary prevention should be directed
toward infants and young children and their environ-
ments including, particularly, efforts to reduce
sources of stress and incapacity and to increase the

competence and coping skills in the young.

DISCUSSION OF RECOMMENDATION 3

Both the logic and evidence of primary prevention support the position
that "earlier is better." Although serious effective efforts to reduce dis-
tress and emotional disorder can, and should, be developed for the entire
lifespan, and especially known stress periods, the panel agrees that helping
children to develop soundly from the start and to maintain good mental health
must be our first priority. Listed below are several proposed program initi-
atives to promote the mental health of infants, children, and others through-
out the lifespan, with a focus on developmental, ongoing processes:

(1) Promoting maternal-infant bonding and facilitating
positive maternal perceptions of the newborn child .

Needed strategies in this area include: pre-
natal parent education; group programs (postdelivery)
to enhance the mother’s sense of competence and self-
esteem in her new role; and adaptation of hospital
environments and regulations to create conditions
that favor positive mother-child bonding.

(2) Developing systematic educational programs in such
preventively oriented areas as :

(a) Education for marriage and parenthood, beginning
in the early school years and continuing through
adolescence;
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(b) Prenatal parent-education programs, including in-
formation on exercise and nutrition during preg-
nancy, and family planning programs, based on col-
laboration between mental health and public health
workers;

(c) School-based educational programs from kindergarten
to sixth grade and beyond to encourage responsible
interpersonal relationships, including but not
limited to sexual relationships;

(d) Parenting programs that focus on age-appropriate
content as children develop;

(e) Genetic counseling, permitting the development of
screening programs including amniocentesis and
selective (and optional) terminations of pregnancy
in cases of clear-cut damage or defect in the fetus.

(3) Utilization of existing program knowledge and development
of further programs for building competencies in young
children .

Examples of relevant competencies include inter-
personal problem solving, realistic goal setting, role
taking, and curiosity (question-asking) behaviors.

(4) Analyzing and understanding the nature of social environ-

ments , such as primary grade classrooms, and their effects
on young children’s educational and personal development,
with the ultimate goal of creating environments that maxi-
mize the development of all children's potential.

(5) Programs designed to prevent the stressful effects of life
crises experienced by high-risk groups such as :

(a) Parents of premature babies;

(b) Parents who lose a child through death;

(c) Surviving siblings when a child dies;

(d) Parents of malformed children;

(e) Parents who must leave their infants in the hospital
beyond the discharge of the mother or those who must
rehospitalize an infant. A related example is the

development of specific programs to prevent post-
partum reactions in parents.
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(6) Programs that deal with the mental health needs of

children hospitalized for physical conditions .

Approaches must be developed that:

(a) Prepare children for hospitalization by reducing
the stress potential of such experiences;

(b) Reduce parents’ own anxieties about a child’s
hospitalization and also provide them with
skills to help the child cope successfully
with the experience;

(c) Modify hospital procedures so as to reduce the

trauma of hospitalization for both children and
parents

.

(7) Programs designed to reduce stresses associated with
major later-life crises such as :

(a) Bereavement;

(b) Marital disruption (including particularly its
negative effects on children)

;

(c) Job loss;

(d) Natural disaster;

(e) Premature parenthood.

(8) Promoting the development of helping networks and mutual
support groups that deal preventively both with every-
day crises and extraordinary crisis situations. Examples
of such programs include:

(a) Identifying and working supportively with natural
"neighborhood helpers";

(b) Widow- to-widow programs for the recently bereaved.

Closely related is the need to support the naturally
occurring everyday help-giving efforts of first-lime com-
munity "caregivers" who interact continually with inter-
personally distressed people (e.g., beauticians, bartenders
divorce attorneys)

.

(9) Establishing new initiatives and directions in training
a wide variety of professionals including those in men-
tal health as, for example, in:

(a) Public health theory and practice, including
epidemiology;
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(b) Human growth and development as these relate to

prevention efforts.

(10) An increasing focus on the mental health aspects of
nutrition . Nutritional disturbances (e.g., under-
nutrition and/or overnutrition) are known to relate
directly to classical "mental health" conditions such
as obesity, school maladjustment, and school failure.
We need conjoint nutritional programs and mental health
designed to cut down the flow of such adverse end
states

.

RECOMMENDATION 4 - EMPHASES

The national effort to reduce societal stresses produced
by racism, poverty, sexism, ageism, and urban blight
must be strengthened as an important strategy for primary
prevention.

DISCUSSION OF RECOMMENDATION 4

The task panel recognizes that the President’s Commission on Mental
Health has no magical power to eliminate the above sources of societal stress.
That does not, however, deter us from taking leadership in pointing clearly
to them as factors capable of producing profound emotional distress in in-
dividuals. Thus, the panel strongly supports efforts to reduce racism and

related forms of prejudice as important aspects of a comprehensive national
program for primary prevention.

The task panel was often reminded that mental health services are dis-

proportionately available to relatively more affluent, educated, privileged
members of the white majority whose first language is English. We are thus

compelled to underline the fact that many correlates of emotional distress
are economic and cultural. Programs aimed at reducing injustice and discrim-
ination must take into account different linguistic, cultural, and social
factors

.

RECOMMENDATION 5 - FUNDING

If primary prevention is to be a major priority in men-
tal health, funds to support new initiatives in training,
program development, and research must be increased at

least to $12-$15 million immediately and rise gradually
to approximately $20-$25 million by 1985.

DISCUSSION OF RECOMMENDATION 5

According to our best current information the estimated total annual ex-

penditures of NIMH for primary prevention is about $2-$3 million. There is no
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special NIMH primary prevention program and only one mental health profes-
sional is specifically designated as responsible for such work there. Clearly,
primary prevention has not been a significant activity at NIMH. Equally
clearly, constructive change requires a significant funding increase with
specific instructions that such monies be spent to increase program develop-
ment, training, and research in this field.

RECOMMENDATION 6 - MONITORING

We recommend that the proposed Federal program in pri-
mary prevention be mandated for at least a 10-year period.
This new program should be overviewed by a citizens' ad-
visory committee to include experienced persons in the
several professions concerned with primary prevention as
well as "consumer" and minority group representatives.
Such an advisory group should be concerned with both
program emphases and management.

DISCUSSION OF RECOMMENDATION 6

Primary prevention efforts are directed toward groups of persons who are
not showing individual patterns of distress or distrubance; such efforts often
are designed to strengthen competence and coping skills, not to excise weak-
nesses. The task panel seeks to ensure that primary prevention funding be

directed to a wide range of programs. In the past, mental health efforts,
because of the health-illness model of individual treatment, have been largely
restricted to illness-oriented interventions. We believe, most urgently, that

effective primary prevention efforts will be more social and educational than
rehabilitative in nature and recommend that a citizens' advisory committee be

created to ensure that emphasis.
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SUMMARY

Public Attitudes and Understanding
and

Use of Media for Promotion of Mental Health

Public attitudes toward the mentally and emotionally troubled and
understanding of mental health have improved significantly over the last
decade. But ignorance, prejudice, and fear of "mental illness" and the
"mentally ill" remain widespread throughout America. Testimony came to

the Commission from men and women who could not find employment even after
recovery; many encounter housing problems, social ostracism, and other
forms of discrimination. In one major new study, "shame" was cited as

a leading reason for not seeking help.

In light of the "deinstitutionalization" of the mentally ill, and
with increasing numbers of persons needing community services and facili-
ties, the public’s attitudes and understanding become an everyday urgent
matter for millions of Americans.

This task panel reviewed what role the mass media might play to help
further improve public attitudes and understanding of mental illness and
mental health. The panel also explored the role of public education at

the community level and programs of the Federal Government to discern
possible new areas for collaboration and other means for strengthening
local mental health education efforts.

The role of volunteers, through State and local chapters of the Men-
tal Health Association, was viewed as of key importance.

Further, given that the mass media—particularly television—pervade
our environment, the panel considered also opportunities presented by the

media to help promote the mental health of Americans, particularly special
population groups.

In short, the Commission asked the panel what efforts may be required
to help reduce stigma; to inform the public about services; to help people
gain the knowledge, skills, and attitudes that may contribute to their men-
tal health; and to encourage the media in its response to the special in-

terests and needs of minorities, the elderly, women, and children.

During its review, the panel heard some concern that reducing stigma
may overwhelm the mental health service system. Those who hold this view
apparently see stigma as a way of regulating demands for service. Our

panel could not accept such a rationale. For those who need care and for

whom shame may be reduced, help must be made available in some sector of

the human services system. Indeed, one might better say that improved
attitudes and understanding of one's own mental health needs might lead
to more enlightened use of all appropriate resources within a community,
including self-help groups

.

Since the panel was composed largely of members of the Fourth Estate,

the assistance of experts in the mental health field was sought and
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generously given. Too, from throughout the country the panel heard indi-
viduals dedicated to reaching and working with the public toward under-
standing and promotion of mental health. Our colleagues in the media

—

from the East to the West Coast—were likewise most generous in responding
to considerations of public service and cooperation with well-informed
groups

.

It is this spirit of cooperation on the part of the media and their
general desire to be of public service that have led to several of the

panel *s recommendations. Among these are a Task Force on Stigma, estab-
lishment of a Collaborative Media Resource Center run by a coalition of

mental health organizations to serve the media, and a national conference
on mental health and the media, with subsequent seminars on the topic for

media groups

.

In posing its recommendations, the panel must ask also whether the

mental health professions have exercised to the fullest their responsi-
bility regarding greater public understanding of mental health and ill-
ness. Have the professions themselves helped sufficiently to clarify in
the public’s mind mental health treatment and preventive care? We urge
all helping professions to sharpen their public information efforts, to

clarify their functions and attempt to serve the public in a more open
way, with helping techniques and goals of therapy made both more generally
and specifically understood.

Finally, the media and the mental health of special populations
proved to be a most absorbing—albeit sometimes frustrating—study. In
this connection, various issues arose, such as the primary functions of
a free press and the mental health relevance of the content of television
entertainment programing.

As we state in the Introduction to our report, we have held the First
Amendment regarding freedom of the press to be inviolate. But we have
also proceeded on the assumption that since the mass media constitute a

powerful force in our environment, they do inevitably help to shape peo-
ple’s attitudes and behavior.

Based upon the above and other pertinent considerations, the panel
hopes that the following proposals may be adopted in their entirety:

PUBLIC ATTITUDES AND UNDERSTANDING

• A Task Force on Stigma
• A Collaborative Media Resource Center
• Outlawing of Discrimination
• A National Media Conference and Followup Panels
• Research on Public Response to Facilities and Disabled
• NIMH and Local Press Conferences on Violence Events
• Statement—Role of Volunteers Locally
• Local Education Activities—Suggestions
• National Newsletter Public Response
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• Increased Funding for CMHC’s Consultation and Education Service
• Increased Support for States and Local I&E Efforts
• A Task Force on Training Mental Health Educators
• Proposed Emphasis in Federal Efforts
• Greater Use of PSA’s and Space Print Media
• Market and Impact Research
• Federal Mental Health Education Strat-egy Plan
• More Flexible Federal Funding for I&E Proposals
• An Annual DHEW Report: Mental Health Advances
• Health Education and Health Planning Agencies
• Health Education in Schools
• Scholarships for Students
• Suggested Messages

THE MEDIA AND MINORITIES, WOMEN, ELDERLY

• A Statement Regarding Negative Stereotyping
• Increased Minority Involvement in Media
• Research on TV Impact and Viewing—Minorities
• Carnegie Commission on Public Broadcasting
• Ensorsement of President’s PBS Increase
• Encouragement of Diversity in Programing
• Endorsement—Elderly Advocate Groups
• Programing Geared to the Elderly
• Government Publications Seminar Regarding the Elderly
• The Media and Women: IWY Guidelines

THE MEDIA AND MENTAL HEALTH OF CHILDREN

• Recognition of Television’s Role
• Media Literacy
• FCC Role in Public Information
• Revisions of the Communications Act of 1934
• Television Programs for Children
• FCC Ascertainment
• White House Conference on Families
• UN International Year of the Child, 1979
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I . INTRODUCTION

In public hearings held around the country, members of the President's
Commission on Mental Health heard and read about the problems experienced

—

and endured—by patients, former patients, and their families. One prob-
lem in particular comes through clearly and often: stigma not only at-
taches to individuals while they are suffering from a mental illness but
haunts their lives even after recovery. Testimony came from men and women
who could not find employment because they had received treatment for men-
tal illness. Others described the housing problems they had encountered,
the difficulties in being hired, the social ostracism, and even their
reluctance to seek help.

It seems to us—the members of the Task Panel on Public Attitudes and
Use of Media for Promotion of Mental Health—that in its impact on atti-
tudes, mental illness is not like other illnesses, and we must consider
this difference as a serious obstacle to the understanding both of mental
illnesses and mental health. We do not suggest that since Dorothea Dix
launched her noble crusade in the mid-1800’s there has been no improve-
ment in public knowledge and attitudes . We gladly acknowledge that there
has been great improvement. And for that, we must thank a large number of

groups and individuals— including the Mental Health Association and its

chapters, the National Institute of Mental Health, professional organiza-
tions, and former patient self-help groups, to mention just a few. The
media, too, deserve special praise for public service in helping to broaden
public understanding of mental health.

We find the organizations of former patients particularly encouraging
because in the recent past, those who experienced a mental illness kept
that illness a secret. They feared the subtle and not-so-subtle discrimi-
nation that the mention of mental illness often aroused. Yesterday, and
to some extent even today, the lack of a constituency willing to speak out
about its experience with ’’the system" has only compounded negative public
attitudes. But while there has been improvement in public acceptance of
mental illness, the truth—as Rosalyn Carter observed in an article in the
New York Times is that, "As a nation, we are still running away from per-
sons who have had or still have mental and emotional disorders. And the
stigma attached to their plight is an undeserved disgrace." (November 18,
1977)

There are those who claim that the problem of stigma is exaggerated
and overplayed. We believe it serves no purpose to debate that argument.
It is clear that there is still shame and guilty secrecy associated with
mental illness and that public attitudes remain an obstacle in combating
mental illness as well as in sustaining an atmosphere in which mental
health can flourish. Perhaps one bit of evidence that attitudes are still
a formidable barrier is the statistic that only 3 percent of the financial
support for badly needed mental health research comes from private sources

.

That is an astonishingly low percentage when confronted with estimates that
suggest one-quarter of the population might benefit from some form of men-
tal health care.
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The panel is also concerned that the current deinstitutionalization
of the mentally ill may worsen the stigma problem. Unless community resi-
dents are prepared for more social contact with people suffering from men-
tal disabilities, there is a significant risk of increased misunderstanding
and rejection.

Elsewhere in the Commission’s study, "stigma” as a major barrier to
mental health care is defined in some detail (Report of the Task Panel on
Access and Barriers to Care) . The problem of stigma^ grows primarily out
of ignorance and fear. Much community resistance to the introduction of
local mental health facilities and programs, for example, is based on the
apprehension that mental patients are dangerous. The majority of them are
not; many, in fact, are withdrawn and disinterested in the world around
them. But because the media tend to play up the bizarre and dramatic,
many people continue to associate mental illness with violence.

During its review, the panel heard some concern that reducing stigma
may overwhelm the mental health service system with patients. Those who
hold this view apparently see stigma as a way of regulating demands for
service. Our panel could not accept such a rationale. For those who need
care and for whom shame may be reduced, help must be made available in
some sector of the human services system. Indeed, one might better say
that improved attitudes and understanding of one’s own mental health needs
might lead to more enlightened use of all appropriate resources within a

community, including self-help groups.

In dealing with stigma, the panel was made aware that stigma often
raises a special barrier for minority groups of diverse cultures. The
labels "mental Illness" or "community mental health service," for example,
may be quite unacceptable in the cultures of many who might otherwise seek
help and counsel. Many individuals, both lay and professional, have pro-
posed to the panel that the label "mental illness" be phased out, with
"emotional problems" and other such terminology taking its place. These
are among the issues which led to the panel’s proposing a Task Force on
Stigma.

The second main aspect of the panel’s study dealt with greater public
understanding of mental health and illness through community-based public
education programs and use of the media locally. As one psychiatrist.

Dr. Mary Bartusis, wrote to the panel, "Much is already known about men-
tal health and illness. The overwhelming need is to inform the public of

that knowledge!"

Finally, the panel reviewed what opportunities may be provided by the

media for promoting the mental health of Americans

.

By the media, we include radio, newspapers, magazines, books, films,

and—most pervasive of all—television. In both beneficial and harmful

ways, the media are already influencing public attitudes concerning a

Our operational definition, from Random House College Dictionary ,

1973: to stigmatize is "to set some mark of disgrace or dishonor upon."
(For a comprehensive treatment of the subject, see Coffman 1973.)
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whole range of important questions related to the mental health of the
American people. We respect deeply the First Amendment rights of media
and we recognize that the media cannot satisfy all the demands made of

them. Nevertheless, we believe strongly that it interferes neither with
media rights nor functions to insist that they make every effort to present
the subjects of mental illness and mental health with accuracy and respon-
sibility, and to portray human behavior in entertainment programing in
nondemeaning ways.

We applaud the assignment of specialists to write about mental health
and illness in newspapers and magazines, and urge other segments of the
media to consider doing likewise. But we must note that there still is

far too much emphasis in newspapers on violent acts and aberrations with-
out appropriate explanation or interpretation. There is need for the

more routine stories of everyday problems experienced by the mentally
ill, recovered patients, and those struggling with less severe emotional
problems

.

Let us state again that television and the other media which are so

omnipresent a force in our lives do, beyond question, play a significant
role in influencing our attitudes and view of ourselves and others.

Media specialists at all levels can become more aware of the need for

information about community services and mental health programs, and about
supportive community groups. At the national level, print and broadcast
media must strive to mirror human stress, crisis, emotions, and people’s
relationships with accuracy, sensitivity, and care.

Following a brief 6-month period of factfinding, the panel is pleased
to provide the Commission with a review of information generously contrib-
uted by many individuals and organizations, and to suggest several needed
approaches

.

The panel itself was composed of members of the electronic and print
media, educators, community care and child advocacy organizations. Only
one member was a mental health professional. We therefore do not claim to

have possessed a high degree of expertise in the field of mental health.
We did, however, represent a range of skills in public education and the

media.

In all of its areas of study, the panel found that despite substantial
progress over the last decade, continuing efforts to deal with the issues
are needed. As one task member remarked, both in regard to acceptance of

the mentally ill and to promotion of mental health in a changing society,
"All important lessons must be taught forever."
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II. THE CHARGE

Public attitudes toward the mentally and emotionally troubled have
improved significantly over the last decade. But ignorance, misunder-
standing, prejudice, and fear of "mental illness" and the "mentally ill"
remain widespread throughout America.

In light of the "deinstitutionalization" of the mentally ill, and
with increasing numbers of Americans turning for help to community serv-
ices, the public's attitudes and understanding become an everyday urgent
matter for millions of Americans.

The stigma placed on mental illness not only compounds the difficulty
of treating people with mental and emotional problems, it also causes many
people to ignore or improperly handle confusing emotions and behaviors
that everyone experiences. It is also a real barrier to seeking care.

This task panel was asked to look at what role the mass media—print
and broadcast—as well as public education programs, might play to help
further improve the public's attitudes toward and understanding of mental
illness and mental health.

Further, given that the mass media—particularly television—pervade
our environment, the panel has explored also the potential of the media to

help prevent illness and promote the mental health of Americans. Specifi-
cally, the panel reviewed:

1. What educational and other efforts may be required to help further
reduce stigma and discrimination.

2. What efforts are required to inform the public about the nature
of mental and emotional disorders, and the range of community services
available to help people.

3. How the mass media and other means of community education can
help people gain the knowledge, skills, and attitudes that will contribute
to their mental health.

4. Whether national and local television can be put to more positive
use in the lives of elderly Americans, for many of whom viewing TV is a

highly significant activity.

5. What programs and activities—national, locally, and in schools

—

provide examples of positive, constructive use of television by youngsters

and adolescents. Many young children spend more time watching TV than any

other activity except sleep. By the time a child finishes high school, he

or she has spent more hours watching TV than he or she has spent in class.

6. Whether negative stereotyping in the media of many groups of Ameri-

cans can be further reduced. It is not only unjust to victims of mental
disorders, but also counter to the mental health of great numbers of "mi-

norities," such as Blacks, Spanish-speaking Americans, Native Americans,

and Asian Americans

.
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7. Whether greater support can be gained for mental health education
and communication at the grassroots level— through collaboration of Federal
agencies, community mental health programs, local media, and volunteers.

The following report attempts to answer these questions by first exam-
ining the nature of public attitudes and understanding, then exploring ways
in which community education might better inform the public, and, finally,
looking at opportunities of the mass media to promote the mental health of

Americans. This third and final section of the report pays particular
attention to special populations such as minorities, the elderly, women,
families, and children.

Each section of the report closes with a set of specific proposals
endorsed by the panel and submitted for the Commission’s consideration.

MEDIA 11



1875

III. PUBLIC ATTITUDES AND UNDERSTANDING

In recent years, over 100 studies have been designed to examine public
attitudes about mental illness. A comprehensive review and analysis of
the literature was generously contributed to the panel (Rabkin 1977) . In
addition to the review, the panel has drawn from numerous other sources,
including letters from former mental patients and their families and the
observations of many who have been working in the field of community men-
tal health.

The studies of public attitudes are by no means conclusive. In fact,
they are often conflicting or contradictory. Some researchers are optimis-
tic concerning improvement in public attitudes toward the mentally ill.
They reject the view that the mentally ill are stigmatized. They have con-
cluded that more people now can identify mental illness as such, that more
people are willing to acknowledge personal acquaintance with mental pa-
tients, and that there is more optimism concerning cure.

Still, other studies have led to different conclusions. In one study,
a hierarchy of disability groups was established, in terms of their rela-
tive social acceptability (Tringo 1970) . Each of 21 disability groups was
rated on a 9-point social distance scale. The most "preferred" of the
disabled were those with physical disabilities, then people with sensory
handicaps. Of the 21 groups, the least preferred were the ex-convict, the

mentally retarded, the alcoholic, and the mentally ill, who were in last
place

.

Some of the divergence of opinion may be due to the difference between
expressed attitudes and actual behavior, or to the way survey questions are

phrased, or to people’s desire to provide "acceptable" answers (Askenasy
1974).

The preliminary results of a new study (Veroff, Douban, Kulka 1977)

suggest that public attitudes toward the mentally and emotionally troubled
and toward those seeking help have improved over the past two decades.
Because of advances in care, more patients have been able to move from
mental hospitals into communities. Whereas more than a half million Ameri-
cans were in mental hospitals in 1955, the number dropped to 193,000 in

1975. Seven out of ten people seeking care are served as outpatients.

The sheer numbers of Americans touched directly by the mental health
care system each year—more than 3 million—attests to the fact that a

dynamic, if gradual, process is underway in public recognition and accept-
ance of the mental illnesses and their numerous forms of treatment. Ac-

cording to the Mental Health Association, one out of every four persons
in the country has a family member or knows someone who has sought mental
care.

Nevertheless, there is evidence that stigma continues to impede the

care, treatment, and recovery of the mentally and emotionally troubled and
the willingness of Americans to seek help. The Veroff study reports that

"shame" is still cited by almost one-third of Americans who feel they need

treatment but are reluctant to seek it

.
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People labeled as mental patients or former mental patients still face
discrimination throughout our society. This was brought dramatically to

the attention of the Commission at its public hearings and in letters re-
ceived from citizens across the country. Discrimination is commonly prac-
ticed in housing, hiring, employment, divorce and custody proceedings, jury
duty, professional licensure, security clearance, public service, even
voting.

A large portion of the public "continues to be frightened and repelled
by the notion of mental illness, although it is becoming less socially
acceptable to say so" (Rabkin 1977) . When people discuss "mental ill-

ness" as a general term, their attitudes may be positive. But when faced
with specific situations that directly affect them, fear sets in.

Perceptions of Dangerousness

Those who fear mental illness see mental patients as both unpredict-
able and dangerous

.

. . . unpredictability is the cornerstone of public attitudes
toward the seriously disturbed. In general, unpredictable
behavior is frightening, disruptive, and typically culminates
in rejection and avoidance. . . .

Dangerousness is a common fear and part of the popular stereo-
type often portrayed in the news— the mad bomber, the insane
murderer. It is probably central to most people’s concerns
about dealing with mental patients (Rabkin 1977) .

In a community survey in California, only 17 percent agreed that "men-
tal patients are not dangerous" (Hazelton, Mandell, Stern 1975)

.

The layperson is not alone in this view. "The available studies indi-
cate quite clearly and consistently that psychiatrists and other profes-
sionals over-predict dangerousness to an extraordinary degree. . . . The
overwhelming majority of mentally ill persons who are committed to mental
institutions or are denied release from such facilities because of their
presumed dangerousness do not engage in dangerous behavior following
release" (Shah 1975)

.

Said another mental health authority:

. . . The random violence of mentally ill killers is a useful
device to excite and attract audiences, but it is as much fic-
tion as the weapon-carrying private detective who is constantly
involved with complex criminal plots and beautiful women.

Clinical observations of patients with serious psychological
disorders suggest depression, withdrawal, apathy, and fearful-
ness are far more common symptoms than hostility or aggressive-
ness. The predominant pathology is an inability to face the

world, not an inclination to attack it (Wahl 1977) .
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Perceptions of Unusual Behavior

Many people may also fail to have a more accepting attitude of the
chronically ill because of such harmless forms of deviance as unusual
appearance or mannerisms. The mentally ill often find that they are less
than welcome simply because they may not be quite like everyone else. In
many cases they simply lack certain social graces.

There are several other factors that influence the degree of stigma
or acceptance granted a person who is (or was at one time) considered
mentally ill. The more obvious factors include social class, type of
treatment sought (social worker, psychologist, hospitalization, etc.),
occupation, if any, and observable symptoms.

A More Realistic View

For some years, the message "mental illness is an illness like any
other" has been widely disseminated, and, when asked, people now seem to

think this is a correct answer. In fact, there are great differences in
the nature and severity of people’s mental and emotional problems and in
their ability to carry on in a socially acceptable and unobtrusive manner.
Thus, "public attitudes toward the mentally ill" is too generalized a

notion. Some people are or have been acutely ill; others who suffer a

chronic, lingering disability requiring special community supports and
understanding, may well elicit different response from "the community."
It is also important to distinguish between those who suffer from a men-
tal illness and those who need help for "problems of living" and seek
"guidance" or "counseling." The label "mental illness" itself becomes a

feared object of stigma, so much so that people who have recovered often
retain the label "former mental patient."

In 1961, the Joint Commission on Mental Illness and Health (Action
for Mental Health ) stated that : "An important point has been missed in

overinsistence that the public recognize that mentally ill persons are
sick, the same as if they were physically sick persons. Mental illness
is different from physical illness in the one fundamental aspect that it

tends to disturb and repel others rather than evoke their sympathy and
desire to help ."

The Joint Commission felt that the public needed to be much better
informed about the complexities of the mental illnesses:

• that they are disorders with psychological as well as physiological,
emotional as well as organic, social as well as individual causes

and effects;

• that those who suffer from mental illness are often singularly lack-

ing in appeal and that there is a critical need to solve this rejec-
tion problem;

• that mental illness occurs in various forms and that there are means

of coping with it in casual or in close contact; and
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• that though there are gaps in knowledge of diagnosis and treatment,
mental illness is not hopeless or incurable.

Since this is such a multifaceted and difficult message to get across
to the public, the Joint Commission felt that it could not be left only to

mental health professionals. The Commission emphasized that:

The primary responsibility for preparation of mental health in-
formation for dissemination to laymen should rest with "laymen"
who are experts in public education and mass communications and
who will work in consultation with mental health experts

.

These statements, made almost two decades ago, are still relevant
today, and as yet there has been no concerted effort to act on them.

For many years now, authorities have also suggested that media people
could be helped by professional societies and mental health groups making
themselves more available for guidance in handling material, and that more
material could be produced cooperatively by media and mental health experts

.

This, too, has seen only fragmented efforts.

In this connection, there were some attempts to find out about the
uses the mass media make of mental health information (Nunnally 1964)

.

Nunnally found that in day-to-day treatment of mental health subjects,
radio, television, and newspapers presented a great deal of misinformation
and/or lack of information. The panel is not aware of any more recent
overall study of the matter. But individual observations indicate that,

though there has been great improvement, many misconceptions continue to

be portrayed by the media.

In the years since the 1961 report. Action for Mental Health , the
issue of public attitudes toward the mentally disabled has assumed new
dimensions, as has the potential of the broadcast media in local public
education.

Still, the Government spends a comparatively small amount of money
to "market" scientific and educational information, primarily through
leaflets, reports, journals, slides, and documentary films directed mainly
to specialized or professional groups and occasionally to the general pub-
lic. There is little evidence of the effectiveness of Government efforts
in countering the commercial and highly selective portrayal of mental ill-
nesses in the mass media.

Judging from the stigma which surrounds mental illnesses and the hos-
tility toward community centers for the treatment of the mentally ill,

drug and alcohol abusers, and retarded people, the commercial portrayal
of mental illness is having a greater impact on public attitudes than
either Government or nongovernment efforts. This contributes to the fear,

prejudice, and stigma characteristic of public attitudes about mental
disability

.

One barrier to promoting and encouraging a more realistic view of
the mental illnesses is the almost total lack of a strong, vocal constit-
uency among patients, former patients, and their families. People who
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suffer from cancer, multiple sclerosis, heart disease, and other illnesses
are more willing—along with their families— to engage actively in public
campaigns against such diseases. This is often not the case as regards
mental illnesses, with which people are generally more reluctant to
identify

.

Group Residences

The growing trend toward group residences as an alternative to hos-
pitalization has spawned perhaps a more subtle but no less detrimental
form of discrimination against mental patients. Too often, when a group
residence is planned in a community, neighbors raise oppositions which
may stem mainly from their concern over whether such a residence in their
midst may lower their property values.

The issues sometimes involve legalities and even summon forth con-
flict of rights. For example, disabled people have a right to live to-
gether in community homes, but at the same time some communities claim a

right to exclude such residences. Frequently, the panel was told, the
rejection in a neighborhood may be of the group-living facility and not
of the mentally ill themselves.

Several approaches are being taken to meet the problem. A few com-
munities have developed excellent manuals on how to introduce a group
residence. Judging from these step-by-step guides, however, bringing
a group residence into a neighborhood can be as sensitive an operation
as getting a man to the moon. Professionals refer to certain strategies
to gain neighborhood acceptance as "high profile" or "low profile," and
debate which works more effectively. In a few States, pilot programs
have been reported which establish a system of providing a personal advo-
cate for individual clients who need assistance. In Virginia, for example,

a federally funded one-to-one advocacy program has been underway for the

past several years. Information and education programs also attempt to

smooth the transition home for patients and their families. Local media,

too, have cooperated by providing public service time and consultation to

help inform and educate the public. At the national level, planning is

underway for a large-scale information and education project to be under-
taken by the Mental Health Association, through its State and local
chapters

.

In the planning stage, too, is a national forum on public response
to community care for the mentally ill, to be held in June 1978 by the

Horizon House Institute of Research and Development, Philadelphia, under
a grant from the National Institute of Mental Health. The roots of com-

munity opposition and approaches for public education are to be explored.

Such a national-level examination of the problem is long overdue.

Public’s View of Mental Health Professionals

People’s views of the mental health helping professions are also in-

fluenced by myth and stereotyping. This applies not only to psychiatrists.
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but also to others who provide supportive care. The old image of a

Viennese, goateed gentleman has given way largely to that of the psychia-
trist as either quite benign, unhelpful, and befuddled, or a worker of
miraculous cure. And another image has been raised by the new concern
over patients’ rights, represented by patient advocacy groups. That image

I is of the cruel scientist who performs dangerous experimental procedures

;

using dehumanizing drugs, painful electroshock, and destructive
psychosurgery.

According to one psychologist, the chief impressions about mental
illness conveyed to the public by television are that psychiatrists are
omnipotent and can effect rapid cure; that confronting the problem brings
about cure; that schizophrenia means a split personality; that psychopathic
persons are killers; and that the mentally ill are dangerous. He refers
to these as "TV ^tyths" (Wahl 1976)

.

Advocates of patients' rights point out also that many so-called
"service providers" who take care of the mentally ill often do so in a

demeaning way.

Have the mental health helping professions exercised their responsi-
bility to clarify in the public’s mind just what it is that they have to

offer by way of help, just what it is they do? Of greater moment than the

public image of psychiatry as a profession is the effect that perception
may have on people’s desire to seek help. Moreover, the wide variety of

i; practitioners in the field of mental-health-related problems leaves the
'' "consumer" confused. Many people are unclear as to who helps whom and in

what manner. Dispensing various kinds of aid for difficulties which range
from "problems of living" to severe illness are auxiliary aides, psychia-
tric social workers, psychiatric nurses, psychologists, psychiatrists and
other physicians, marriage counselors, family therapists, clergy, and prac-
titioners of various eclectic schools of therapy.

All helping professions need to sharpen their public information ef-

forts, to clarify their functions, and serve the public in a more open
way, with helping techniques and goals of therapy both generally and
specifically understood.

In an attempt to expand its information to the public, the American
Psychiatric Association has undertaken a survey to help determine public
perceptions of the profession and of mental disabilities. While the survey
has produced some findings, and may permit a more focused public informa-
tion effort, other mental health professions might also ferret out data
concerning people’s help-seeking habits and needs.

A Variety of Issues

Mental health information and education activities must be as varied
and specific as the many problems to be addressed. The field presents a

complex range of issues : from attitudes toward housing chronically dis-
turbed people in one’s neighborhood to seeking psychiatric care or
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psychological counseling for a child or other family member. We wish to
place within this context the variety of options proposed by the panel for
improved public understanding.

PROPOSALS

1. Task Force on Stigma

We urge that a special task force of media representa-
tives, former patients, community caretakers, and
mental health workers be formed to make recommenda-
tions concerning ways to convey sufficient informa-
tion (and understanding) to the media for handling
issues about mental illness and community living
for the mentally ill. For example, an important
issue is how to handle the realities of public con-
cern over the perceived dangerousness and unpre-
dictability of those who suffer from a mental or

emotional illness.

The panel believes that denial of the reality of

public concern is self-deluding and only delays
confronting and, ultimately, solving the problem.
The media and the mental health professions have
a responsibility to help put into proper perspec-
tive the fact that the overwhelming number of

persons who are mentally ill are typically quiet
and withdrawn.

Implementing Agency : A volunteer task force ap-
pointed by the Department of Health, Education,
and Welfare (DREW) , or a task force organized by
the Mental Health Association (MHA) and/or by
professional mental health groups.

2 . Collaborati'^^e Media Resource Center

The panel believes there should be some vehicle for

ongoing collaboration among mental health profes-
sional organizations to coordinate their public in-

formation and education efforts. A coalition of

mental health agencies should be formed at the na-

tional level specifically to plan and help imple-

ment "awareness" and public education campaigns and

activities

.

To help dispel confusion in the public mind about

mental illness, cooperation among mental health pro-

fessionals is essential. Interdisciplinary disputes

are particularly harmful to public communications

and media relations. The panel proposes that the

Commission take the lead in bringing professional
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and citizen mental health groups together into a con-
sortium which can address media concerns and abuses.
Therefore, the panel encourages establishment of a

Media Resource Center, operated by a consortium of

mental health professional associations and voluntary
groups. Such a center would make available technical
advisers for radio, television, and print media to

foster accurate depictions of mental illness and/or
practitioners in the field. Such a center could also
"feed" new research findings and advances in mental
health to producers and writers. Participation of

a group or individuals representing former patients
is desirable.

A full-time consultant should be made available to

writers, producers, directors, reporters, etc., to

respond to their questions and to stimulate atten-
tion to mental health issues and promotion of men-
tal health through opportunities presented by the

media.

Implementing Agency : Professional mental health
organizations. Mental Health Association, and other
private mental health groups

.

3 . Outlawing Discrimination

The panel recognizes that the elimination of dis-
crimination against the mentally ill and mentally
restored requires more than improved public attitudes.
Therefore, the panel endorses the recommendation of
the Commission’s Task Panel on Legal and Ethical
Issues that DREW look into the need to protect men-
tal patients and former patients from discrimina-
tion in all aspects of their legal rights, includ-
ing housing, hiring, and employment. The Civil
Rights Act might be amended to accomplish this and
may serve as a model for State laws.

Further, the new Federal regulations implementing
the 1973 Amendments to the Rehabilitation Act,
which broadly prohibit discrimination against the

mentally handicapped in any program assisted by
Federal funds, should be actively enforced.

The panel recognizes the lead DREW has taken to

implement these Amendments (section 504), and urges
other Federal departments to adopt similar regula-
tions and provide for their active enforcement.

The panel also suggests that all federally assisted
firms and agencies post consumer notice of the

antidiscrimination provisions on all recruitment
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materials and announcements, and on applications for
employment forms, to help assure that applicants are
informed of their rights.

Implementing Agency : Department of Health, Education,
and Welfare; all Federal agencies and contractors.

4 . National Media Conference and Followup Panels

The panel proposes that through the device of a na-
tional conference, and followup panels with media
associations, mental health experts and media people
meet to share information (especially writers for
entertainment programs and news executives, reporters,
and writers)

.

The media experts could educate mental health pro-
fessionals about the nature and problems of the
media, and the mental health authorities could at-
tempt to clarify for the writers the basic nature
of the mental illnesses. Further, information on
media techniques should be included in the educa-
tional curricula of mental health professionals.
Conference results should be published and made
available

.

Implementing Agency : The Mental Health Association
and/or a professional association could fund a na-
tional conference. Such a group or a private founda-
tion may wish to fund seminars with media groups
such as Writers^ Guild of America, West, and TV
situation comedy writers as to sensitive and accu-
rate portrayal of the mentally ill and information
about mental illnesses. Similar meetings could be
held with Writers’ Guild of America, East, and
other media associations.

5 . Newer Approaches to Research on Public Response

The panel has been advised that further surveys of

public attitudes using existing measures will not
contribute substantially to our current knowledge
base

.

According to Dr. Rabkin (1977):

The major measures in use today are 15 to

20 years old, and were constructed at a

time when community response to neighbor-
hood mental health facilities was not an

issue. Questionnaires now should be de-

signed to relate attitudes to actual be-
havior, or to measure attitudinal changes
over time.
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After appropriate measures are developed,
we should evaluate the differential impact
of various kinds of community facilities
on their neighbors, identify effective
programs of public education, and learn
how to maximize community acceptance of

mental patients and mental health
facilities .

Implementing Agency ; National Institute of Mental
Health (NIMH); Alcohol, Drug Abuse, and Mental
Health Administration; and/or private foundations.

6.

Press Conferences Tied to News Events

The panel proposes further that the National Insti-
tute of Mental Health consider holding press con-
ferences when violent acts by those perceived and
identified as mentally ill receive widespread atten-
tion in the press. This will help set into perspec-
tive the dangerousness quotient of mental illnesses.
Press coverage of insanity pleas in court defenses
also foster views of the mentally ill as dangerous.
Official spokespersons with appropriate credentials
should provide clarifying comment. State and local
mental health professional groups should make con-
sultation to the press available locally.

Implementing Agency ; National Institute of Mental
Health, local mental health groups.

7 . Recognizing the Role of Volunteers

We urge special recognition of the basic principle
that community involvement—including churches and
clubs—and understanding at the neighborhood level
are necessary for the successful creation of com-
munity residences and the rehabilitation and inte-
gration of the mentally disabled into community life.

Volunteers play an important part in this . Media
at the local level, combined with community action,
can help create a climate of change and acceptance.
The responsibility of every individual in this regard
is of primary importance.

Implementing Agency ; Local agencies : community men-
tal health centers, mental health associations, men-
tal health professional societies

.

8. Increase Local Education Activities

The panel suggests that local mental health associa-
tions and community mental health centers , in
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'

1.

collaboration where feasible, stimulate local radio
j

and television tie-ins, interviews, and phone-ins when !:

national programs deal with the topic of mental !

illnesses.

Other activities to be encouraged at the local level
include: provision of information via press releases
to the local news media; provision of an emergency
phone number of a mental health facility, for all

,

community households; increased education and informa-
|

tion activities for police, self-help groups, welfare
j

departments, parents, physicians, local mental health
|

professionals, in conjunction with churches, clubs,
|

associations, and other professional societies; work-
|

shops for local media; development of radio and/or t

video tapes for local groups and stations to stimu- ;

late open discussion of mental illnesses. Former !

mental patients, on a voluntary basis, may wish to
|

address students and community groups on their expe-
rience and recovery.

Implementing Agency : State and local mental health
j

associations, community mental health centers, with
materials available at the national level (NIMH and
MHA) for distribution and use locally.

9 . Publication of a National Newsletter

The panel proposes publication of a national newsletter
'

for exchange of information about projects dealing
with public response (and for response of patients) ,

to community care, for distribution among local men-
tal health agencies and related organizations. A
national conference on public response to community
care is being held in June 1978. Vehicles for ex-

change of information on the issue should be
initiated

.

Imp1ementing Agency : National Institute of Mental
Health; Alcohol, Drug Abuse, and Mental Health
Administration.
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IV. PROMOTING MENTAL HEALTH THROUGH PUBLIG EDUCATION

Today, it is possible to carry out educational programs for the pub-
lic through community mental health centers and other local agencies, volun-
teer mental health associations, schools, churches, and neighborhood groups.
Community mental health centers are required to have public education pro-
grams in order to qualify for receipt of Federal funds. This health-
promoting service within a health care delivery system has pioneered in

the field of preventive "medicine."

In community mental health programs, for example, consultation and
education services may work with schools, local news media, police, clergy,
physicians, and other community "caretakers" to impart mental health in-
formation, to foster practices beneficial to people’s mental health, and

to help people acquire knowledge, skills, and attitudes which may contrib-
ute directly to their mental health and the mental health of their families.
These "indirect" services (within and outside of the traditional health
care system) and others such as neighborhood parent education and life-
crisis groups are part of a modem "technology" which seeks to harness
contemporary mental health skills and knowledge for preventive education.

The local media can be a strong tool in this process, as demonstrated
in some communities, but by and large most agencies either fail to, or are
not equipped to, take advantage of the media’s interest in community
affairs

.

INNOVATIVE PROGRAMS

Many innovative mental health education programs were brought to the
panel’s attention in the course of its review. These include: peer coun-
seling among high school youth; values clarification regarding drug and
alcohol use among high school students; seminars for the woman alone—be-
cause of divorce, separation, or widowhood; single parenting; the challenge
of young parenthood; the world of adults; cable TV run by the elderly;
radio disc jockey health messages; use of a "Dear Counselor" newspaper
column to address mental health concerns; education of public health nurses
to deal with emotional concerns of families; education of schoolteachers
on techniques for effective education of children; call-in radio and tele-
vision programs; bilingual printed materials; and seminars on mental health
topics at local libraries and other community facilities.

In many communities , mental health centers are making available parent
education programs, life-stress education and seminars, education about
growing as a person, self-awareness, relating to others, and life-management
skills. Local media—print and broadcast—are obvious instruments for

promoting such programs and services, as well as serving as vehicles the

people of a community can themselves use.
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MAJOR NATIONAL EFFORTS

The Mental Health Association, with national headquarters in Arlington,
Virginia, is the primary voluntary organization in the field of mental
health. As such, the 1-million-member organization is devoted to educating
the public about mental health and illness through its 850 State and local
affiliates throughout the country. The MHA also serves as a lobbying group
for public policies on behalf of the mentally ill, including the pursuit
of further mental health knowledge through research. It serves also as a
vehicle through which many thousands of volunteers aid the mentally ill and
help to promote the provision of mental health services in their
communities

.

The panel did not undertake to review MHA’s programs of public educa-
tion nor to make recommendations regarding these activities. Our proposals
deal with collaboration among various groups and organizations, rather than
with the efforts of long-experienced individual groups.

In the Federal Government, the chief organization engaged in mental
health education and public information activities is the National Insti-
tute of Mental Health of the Alcohol, Drug Abuse, and Mental Health Ad-
ministration, Department of Health, Education, and Welfare. In addition,
the National Institute on Alcohol Abuse and Alcoholism (NIAAA) and the
National Institute on Drug Abuse (NIDA) operate major information and
educational programs in connection with their prevention efforts.

The relationship of these Federal activities to community efforts
varies greatly. NIDA and NIAAA tend to work with and through community
groups to a greater degree than does NIMH. Nevertheless, NIMH produces
educational materials which are made available for purchase or reproduc-
tion by community groups, and distributed in response to direct public
inquiries, which number about 95,000 annually. Regarding community educa-
tion, NIMH has also sought consultation from various minority groups
through NIMH-funded minority resource centers. In addition, the Insti-
tute and its parent agency provide community agencies with national net-
work exchanges of information about public education efforts around the

country

.

In reviewing these Federal efforts, the panel was impressed that a

$3.3 million budget of the NIMH Division of Scientific and Public Informa-
tion includes more than twice as much support for the dissemination of

information to scientists, academicians, and practitioners than for pub-
lic education and information regarding mental health and illness. Several
proposals have been made in connection with this Federal effort.

A Variety of Functions

Mental health education programs for the public and community care-
takers can perform a range of functions aimed at preventing illness and

promoting mental health. Many of these have been articulated by a Task
Force of the National Committee for Mental Health Education (Brodie et al.

1977):
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• Describe mental health problems and the community resources
available to deal with them.

• Promote positive mental health by helping individuals to develop
better skills for personal growth, life management, and relating
to others.

• Assist people in coping with predictable transitions in their
lives

.

• Assist people living under stressful conditions.

• Assist people experiencing symptoms of distress.

• Inform and help to "sensitize" those in the community who are in

key positions to affect the lives of others.

• Inform and persuade those who are in a position of influencing
and affecting public policy regarding the mental health needs of
the State and community.

THE CONCEPT AND THE MESSAGES

One of the major difficulties in any public education program for
mental health is the development of a basic concept or underlying theme.
And since mental health is such a pervasive part of one’s personal, social,
and physical well-being, this concept must be comprehensive yet clear and
simple enough to provide messages suitable for communication to the majority
of the population.

Almost two decades ago, the Joint Commission on Mental Health and
Illness (1961) proposed the following concept. The panel feels it is

still appropriate today as a basis for public information efforts.

Each individual has within his life span a given potential for
mental health or illness depending on a complex of biological,
psychological, and sociological forces affecting his behavior.
Those forces relate, so to speak, to the raw materials of which
he is made, and to how these materials are shaped and molded
through family and experiences, some of which impose critical
stresses. According to this view, everyone will at times
experience psychological trouble, or feel troubled. The
individual may successfully cope with these stresses, or
fail to do so, in varying degree.

Based upon this concept, several messages can be articulated, such as

these suggested to the panel by the Joint Commission on Public Affairs of

the American Psychiatric Association (Frazier 1977)

:

Mental Illness is Treatable .

If you, a loved one, or a family member need help with a men-
tal problem, treatment is available. In most cases you will
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not have to be committed to a hospital. In a relatively
short time, you will be feeling yourself again. This treat-
ment is affordable. You may have insurance which will cover
the cost of treatment. There may be a government program
which covers the cost of treatment you need.

Parent Education .

If you are a parent, you should be aware of warning signals
from your children. These might include: reading difficul-
ties, bed wetting, excessive and uncontrollable activity
(hyperactivity), or stuttering. Such warning signals indi-
cate the need for prompt attention from a mental health
expert. Early detection of psychiatric problems in children
could have a significant impact on successful treatment.
Parents could be educated to detect many early signs of
mental or emotional problems.

Suicide Prevention .

The statistics related to suicide prevention are convincing.
The simple message, "If someone tells you he is considering
suicide take him seriously and make sure he gets help from a

professional," could save many lives.

Other guidelines to the public to help foster their mental health
have been set forth by the Mental Health Association, and distributed in
a popular leaflet made available through State and local chapters of the
voluntary organization (Mental Health is 1,2,3).^

In view of the need to increase public understanding of mental health
and illness, the panel urges that the Commission consider the following.

PROPOSALS

10 . Increase in Federal Funding for the "Consultation
and Education Service" of Community Mental Health
Centers

The panel proposes that Federal funding for educa-
tion of the public at the community level be in-

creased substantially and extended in duration,
with support provided on a continuing annual
basis

.

This service is vital to help strengthen commun-
ity acceptance of the mentally ill, to help edu-

cate patients and their families, and to help
prevent mental illnesses through work with schools.

2
See Option 22, this section, for additional messages.
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programs for parent education, and other preventive
projects. Federal funding is required, since in-
direct services are not covered by patient fees or
reimbursement through insurance.

The FY-78 Federal appropriation for support of
Community Mental Health Center consultation and
education services was approximately $8 million.

Implementing Agency ; National Institute of Mental
Health, through revision of its proposal for the
1978 Amendments to the Community Mental Health
Centers Act.

11 . Additional Support for State and Local Public
Information Efforts

The panel proposes that in addition to funding
occasional demonstration projects undertaken by
State departments of mental health and local pub-
lic and private organizations, the Federal Govern-
ment adopt a matching grant program to stimulate
these efforts. Further, Federal consultants should
be made available through central and regional of-
fices of the Alcohol, Drug Abuse, and Mental Health
Administration to provide localities with technical
assistance in developing mental health education
programs

.

12 . Task Force on Training to Educate the Public

The panel proposes that a task force be set up to

determine current and future needs for all levels
of personnel to serve as mental health educators
and to recommend training and credentialing . This
would cover discussion of mental health education
courses in graduate schools of public health, and
of developing an occupational category of community
mental health education aides to serve as "educa-
tors," particularly in low-income areas. The task
force should include mental health educators in
Federal, State, county, and local mental health
programs; university educators; community care-
takers; representatives of the media; and the
public

.

Implementing Agency ; National Institute of Mental
Health.
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13

.

Greater Emphasis in Federal Programs on Aiding
Local Efforts and Use of Broadcast Media

The panel proposes that increased emphasis be placed
in the information programs of the Alcohol, Drug
Abuse, and Mental Health Administration on providing
consultation and other resources to help strengthen
local information and education efforts. The panel
also proposes that the agency reorganize its public
education efforts to make greater use of broadcast
media. This would include development of 30- and
60-second public service announcements for local
and national airing which stress "normalcy" of occa-
sional

.
stress , variety of provocations, need for

peer and family support, sources of paraprofessional
and professional help, and print and broadcast mate-
rials on suicide signals and emergency measures. The
agency may also develop short films and tapes for

airing over closed circuit and cable TV, for educa-
tors and mental health professionals, to stimulate
discussions as to the best means of educating the

public on preventive mental health issues

.

14 . Greater Use of Public Service Announcements and
Space

We suggest that celebrities from the entertainment
field be approached to volunteer their time for radio
and television announcements and public service space
in newspapers and magazines, to help clarify in the

public’s mind the true nature of mental and emotional
disabilities

.

15 . Market and Impact Research

The panel proposes that DHEW seek to explore whether
commercial evaluation methods used in the private
sector could be applied to evaluation of mental health
education efforts for the general public.

Techniques for presenting commercial messages and for

evaluation of effectiveness have not been widely
adopted in the field of health education.

The Commission might also stress to groups, including

the National Science Foundation, the country’s needs

to better understand the impact of print, radio, and

television media in fostering realistic understanding
of health issues, including issues of mental health.

16 . Federal Strategy Plan

To improve the effectiveness of DHEW mental health
education efforts and to provide a guide for State
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and local government and private agencies in allocat-
ing their own resources, the panel proposes that
DREW be asked to develop a comprehensive mental
health education strategy, and to make this informa-
tion available to State and local governments. (This
should include statements as to what should be com-
municated, how and when it is to be communicated,
where, and to whom.) The strategy should include
priorities on the acquisition, analysis, and distri-
bution of information.

A mental health education working group should be
formed by the Alcohol, Drug Abuse, and Mental Health
Administration, in collaboration with the Mental
Health Association and professional groups.

Implementing Agency ; Alcohol, Drug Abuse, and Men-
tal Health Administration.

17 . New Federal Funding Flexibility

The panel proposes that funding policies of the
appropriate Federal agencies be reviewed to permit
a more open Government funding process, so that
education proposals from the private sector can
be entertained and funded directly. Too often,
creative ideas for mental health information and
educational materials go begging for lack of

direct support. The entrepreneur’s approach or
idea must undergo competitive bidding for develop-
ment and execution. This tends to discourage
creativity and submission of ideas to the Federal
establishment

.

Implementing Agency : Department of Health, Educa-
tion, and Welfare, and other Federal agencies which
produce consuro.er education materials.

18 . Annual Report—Mental Health Advances

The panel proposes that the DHEW Secretary report
to the President annually on progress in mental
health research and services, with appropriate
statistics, in much the same way that the Council
on Economic Advisors reports on the Nation’s eco-
nomic affairs. Such a report, written in layman’s
language for the professional and general public,
should include, among other activities, informa-
tion concerning the kinds of mental health informa-
tion distributed by the Alcohol, Drug Abuse, and
Mental Health Administration, and the sources and

recipients of that information. The first report

should attempt to define the current state of
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knowledge, and subsequent annual reports should
show clearly new findings on the treatment and
understanding of mental illnesses. Periodically,
a survey of influences on public attitudes toward
mental health and illnesses should be included.

Implementing Agency : National Institute of Mental
Health, Alcohol, Drug Abuse, and Mental Health
Administration.

19 . Health Education in Health Planning

The panel proposes that all health planning agencies

—

Federal, State, regional, and local—be encouraged
to recognize the need for health maintenance, and
consider health education as an important addition
to programs for the delivery of health services,
including mental health.

20 . Comprehensive Health Education at All Educational
Levels

The panel wishes to encourage comprehensive health
education curricula, including mental health, in
schools at all educational levels. Bilingual mate-
rials should be made available where appropriate.

The American Medical Association, the National
Education Association, and the National Congress
of Parents and Teachers have worked for several
years to establish recognition of this need, and
their efforts are to be commended. New York,
Connecticut, and California are among the States
which have undertaken a lead and designed curricula
for health subjects. One can more readily learn
about the symptoms of schizophrenia and how to live
with someone with a mental illness if one has learned
first about the psychology and physiology of human
behavior, essentials of human interaction, and the

nature of human needs.

21 . Scholarships and Fellowships for Media Students

Among means for stimulating new approaches in the

development of materials to help educate the public
about mental health and illnesses, the panel endorses
the provision of ongoing support for scholarships and
awards to creative film students and writers, to

learn about and treat mental health topics

.

Implementing Agency : Private organizations and

foundations could fund scholarships for students
at centers of training in the media. The National
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Endowment for the Arts and the National Endowment
for the Humanities might seek to encourage, through
their awards to State councils, use of the arts
and creative approaches to development of materials
and programs devoted to the topic of mental health
and community care for the mentally disabled.

22 . The Messages—Helpful Information for the Public

Any national effort to educate the public about men-
tal illnesses should include distribution of informa-
tion on: (a) the causes of mental illnesses; (b)

how to differentiate between serious and less serious
mental illnesses; (c) how to respond to people who
act as though they are not capable of "normal" men-
tal and emotional functioning; (d) what to do when
you suspect you or a family member is suffering from
a mental illness; and (e) a definition of "mental
fitness" and how to foster it.

Four primary themes for preventive public education
advanced by the Mental Health Association are

:

a. Mental illnesses are a serious health problem
which you can help solve by seeing that there
are enough good treatment facilities in your
community

,

b. Mental illnesses can be treated successfully
in most cases. Sometimes hospitalization is

needed, sometimes not.

c. To be mentally ill is to be "different" from
normal for a time. When help is received

—

and time passes— the "differentness" can go

away

.

d. People sometimes fear that they are mentally
ill when in fact they are only upset or under
temporary pressure.

Among specific messages that should be communicated
to the public, as proposed by the American Psychiatric
Association, are: Mental Illness is Treatable; Warning
Signals in Children; and Suicide Prevention. (See

text .

)
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V. ROLE OF THE MEDIA IN PROMOTING THE
MENTAL HEALTH OF SPECIAL POPULATIONS

Regarding the potential impact of the media on people's mental health,
the panel chose to focus on the electronic media. In so doing, we do not
ignore the print media, but address ourselves instead to the perhaps more
complex influence of radio and television as a source of news and entertain-
ment in the American home.

We believe that television can perform a public service not only by
disseminating information about mental illness but also through its direct
impact on the mental health of viewers.

We are concerned not only with what part the broadcast media might
play— locally and nationally—to foster public acceptance and understanding
of mental and emotional disability, but also with positive influences that
might be brought to bear on people's mental health.

What is portrayed on television or heard on radio can enhance or hamper
positive and prosocial behavior and attitudes, since the broadcast media

—

and to some extent the print media—constitute a dynamic and integral part
of our environment.

The panel found that the media do recognize their public service re-
sponsibilities. Nevertheless, in regard to the mental health of special
populations, including children, more can and should be done.

THE MEDIA AND MINORITIES

It is assumed that the mass media, as a pervasive force in the con-
temporary environment, may play a special role vis-a-vis the mental health
of minorities—some 40 million Americans. For years, mental health author-
ities have deplored racist stereotyping and frequent neglect in the mass
media of the needs and self-image of Blacks, Hispanics, Native Americans,
and Asian Americans.

While the function of a free press is to inform and entertain, its

influence goes beyond these, helping to shape people's attitudes toward
and grasp of social issues and responsibilities. In this connection,
various groups are concerned also about the employment of minorities by

the media and their access to media ownership and influence, the latter
having become an organized and vocal concern in the late sixties
(Flashenberg 1977)

.

Many minority Americans may have special mental health needs because
of racism and discriminatory practices, as well as poverty and social

neglect. At the same time, American minorities have provided the country
with its unique fabric of varied cultures and heritages, which calls for

a "celebration of differences" through all our educative processes, in-

cluding those of the ubiquitous mass media.
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The relationship between the media and minorities, both as an issue
and an opportunity, has been approached along two main fronts. First,
special media watch groups have been formed by private organizations to

monitor the major national networks and print media. Second, minority
"media power" is being explored at the community and regional level to

stimulate minority ownership and employment, creative outlets, cultural
pride, and the relevance of the media to the everyday lives of minority
families and individuals

.

Among groups monitoring the portrayal of American minorities and the
relevance of programing in the major media are: a National Latino Media
Coalition, National Black Media Coalition, and Project MEDIA of the Na-
tional Indian Education Association. These and other groups are engaged
also in efforts to increase minority ownership of communications outlets.

A recent survey of 1,760 daily newspapers, conducted by the Gannett
Urban Journalism Center at Northwestern University, found that minority
employees, most of whom are Black, make up only 2.5 percent of the 40,000
newsroom employees in this country. In the television industry, it is

reported that programing and management do not sufficiently reflect
minority group interests.

In 1972, the Booker T. Washington Foundation established the Cable-
communications Resource Center (CRC) to make minority communities aware
of the ownership opportunities in cable television and launched a manage-
ment and technical assistance effort to assist local minority venture
groups in achieving cable system ownership. The Office of Minority Busi-
ness Enterprise supports the operations of CRC on a national scale.

The CRC’s multiple sources of funding, including the Lilly Endowment,
Department of Labor, National Endowment for the Humanities, and the De-
partment of Commerce, have permitted development of several projects.
These include a pilot community cable radio station in Knoxville, Tennessee,
cooperatively owned and operated by a group of inner-city Blacks; a na-
tional demonstration which will create a distribution system for special-
ized, nontraditional film and video programing over cable television local
origination channels; and exploration of a production training center in

Washington, D.C., for training minority and disadvantaged persons to

participate in both a growing local market and production work in other
parts of the country. The program also proposes to establish a central-
ized production capability to produce, through grants and contracts,
specialized film, video, and audio programing for various communications
media. The Foundation plans to produce its first program through a grant
from the Expansion Arts Program of the National Endowment for the Arts.

An article in Cablelines (1975) holds that efforts to improve tele-
vision programing and employment of minorities have resulted in very little
change. The article proposes, therefore, establishment of a special net-
work which would produce sufficient programing for a 12-hour daily schedule
on leased cable channels in communities with largely minority populations.
It holds

:

The same programming could be sold, in smaller segments, to

independent stations in areas where a cable channel is not
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possible or feasible. The network could also produce pro-
gramming for the Public Broadcasting System. At the local
level, minority production companies could create regular
programming for public access cable channels, community
access cable channels, community access time slots for
public television, and for commercial broadcast outlets
during nonnetwork time. . . .

Although many minorities recognize that little of the pres-
ently available mass media programming is useful to them,
only a minimum amount of research has been conducted by
minorities to determine exactly what is wrong with existing
programming and specific alternative programming they would
like to respond to. A National Science Foundation grant is

enabling Cablecommunications Resource Center/West to begin
this research.

Like its Black counterpart, the National Latino Media Coalition is

concerned about how its people and cultures are portrayed in the media,
and about access to the media, both for jobs and ownership and for promo-
tion of positive, creative, public interest programing. The Latino group
is financed mainly through membership dues and contributions from other
Hispanic organizations. Founded in 1973, the Boston-based Coalition was
instrumental in bringing to the air the first national Latino program.
Realidades , produced weekly by New York's Public Broadcasting System,
WNET, with support from the Corporation for Public Broadcasting. Various
other advocacy groups also are concerned with the media-minorities issue.
These include the National Council of La Raza, a nonprofit organization
in Washington, D.C., serving the interests of Chicanos, and the Coalition
for Spanish-speaking Organizations. The former operates a Communications
Center which produces a bimonthly magazine. Agenda , and has produced a

how-to "Media Training Manual" for use by local media.

One proposal, for a Native American Media Cooperative (Cheatham 1977),
includes a workshop for on-the-job training of Native American film, radio,

and television professionals, and community workshops in media techniques
for educators and community leaders. Special institutes for Native Ameri-
can groups regarding the use of the media as a social action tool are also

proposed, as well as internship programs for gifted Native American stu-
dents and production of Native American radio and television programs.

While the electronic media have received most attention by minority
mental health advocacy groups, greater representation of minority concerns

in the daily press has also been raised as an issue, both as to employment
of minorities by newspapers and coverage of news of special interest to

various minority groups.

Regarding mental health information and education programs for minor-
ities at the community level, fresh and promising approaches are being
tried. The participation of the citizens themselves and community groups

and agencies in devising special educational projects and materials is

being encouraged and funded by the U.S. Department of Health, Education,
and Welfare. For example, the Alcohol, Drug Abuse, and Mental Health
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Administration has provided support for the development of educational
materials and programs for inner-city Blacks, As ian-Americans , Spanish-
speaking Americans, and Native Americans. In addition, many community
mental health centers serving largely minority group Americans have de-
signed educational programs keyed to special cultural needs. These deal
with parent education; alcohol and drug abuse; various mental health topics
such as stress, depression, alienation; and the availability of counseling
and guidance services

.

This, then, is a cursory overview of issues and efforts being made in

both public and private sectors which were brought to the panel’s
attention.

In its own proposals regarding the media and minorities, the panel
has attempted to focus upon those issues which appear most closely related
to mental health, although it may be stated fairly that many, many issues
of social justice are related to the mental health of a people.

Panel members’ views of this relationship were by no means uniform.
On the one hand were observations sharply critical of the "majority press"
and "the fact that virtually all of the media are owned and controlled by
members of the white monied establishment." On the other hand, the opinion
was expressed that there are no data to indicate that more widespread
minority ownership would more closely reflect and meet the needs of minor-
ity group members

.

The panel has not explored the issues of minority ownership and minor-
ity concerns about the media in sufficient detail to present a wide range
of options to the Commission. However, the panel hopes that the Commission
will take into serious consideration the panel’s few options which follow,
to help end negative stereotyping of all special populations, including
minorities, and to conduct whatever research is necessary to gather needed
data about these concerns

.

Further, the panel wishes to endorse recommendations of the Booker T.

Washington Foundation, that the appropriate Federal agencies and private
organizations address issues of media management and programing policies
in light of minority community concerns, needs, and interests, including
the funding of demonstration programs aimed at increasing the involvement
of minorities in the press, television, and radio programing, and policy-
making at all levels.

PROPOSALS

23 . A Statement Regarding Negative Stereotyping

In view of the importance of self-esteem to people’s

mental health, the panel believes that negative
stereotyping in the media of any group of indi-

viduals can be detrimental to their mental health

and to the mental health of others living in our

pluralistic society.
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We would encourage the Federal Coimnunications Com-
mission (FCC) to give serious preferential considera-
tion in its licensing process to radio and television
stations that can demonstrate that they have not
perpetuated negative stereotypes of minority Ameri-
cans, the elderly, and women.

Implementing Agency : Print and broadcast media;
Federal Communications Commission.

24 . Increased Minority Involvement in Media

The panel proposes that public agencies work in coop-
eration with minority Americans to initiate and assess
demonstration programs aimed at increasing minority
involvement in national and local media, at all levels
of participation.

This proposal is based on the assumption that greater
participation of minorities in the powerful role of
mass communications in 20th century life may -provide
a greater focus on minority mental health issues and
needs

.

Implementing Agency ; Alcohol, Drug Abuse, and Mental
Health Administration; Public Broadcasting System (PBS);

media organizations and other private groups.

25 . Research TV Impact and Viewing—Minorities

The panel proposes: (1) research and examination of

current television and radio programing on minority
mental health; (2) research on the TV viewing habits
of various minority groups, including what percentage
of residents of inner-city and rural areas can be
reached by PBS/UHF channels; and (3) research on
impact and design of public service announcements
intended to inform and educate Americans concerning
their health and mental health.

Implementing Agency : National Institute of Mental
Health, National Science Foundation.

26 . Carnegie Commission on Public Broadcasting

The panel proposes that the Carnegie Commission on

Public Broadcasting be encouraged in its study of

the national Public Broadcasting System, to assess
PBS management and programing policies in light of

minority community concerns, needs, and interest.

Implementing Agency : Carnegie Commission on Public
Broadcasting.
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27 . Endorse President's PBS Increase

The panel suggests that the Conraiission may wish to go

on record in support of the President's 1977 public
broadcasting proposals to the Congress. Without suf-
ficient funds, local public broadcast stations cannot
explore community talent which may provide special
programs for special populations such as minorities,
preschoolers and young schoolchildren, the elderly,
and those who speak English as a second language.
Such programs could become part of a national pool
of such programs for special audiences.

28 . Encourage Diversity in Programing

The Commission may wish to draw to the attention of
broadcast officials the need to address the many
"publics" in the U.S. population, including the deaf,
the blind, and those who use English as a second
language. Further, the need could be reiterated
for print, radio, and television media to give evi-
dence of employment of minorities and interest in

their concerns and issues . With the variety of

American "publics" in mind, diversity in programing
and use of varied outlets is indicated, i.e., cable
TV, educational TV, and new technologies such as

"Discavision.

"

THE MEDIA AND THE ELDERLY

Viewing TV is a highly significant activity for many elderly Ameri-
cans. It is estimated that more than half of the 23 million Americans who
are over age 65 watch TV from 15 to 30 hours a week. In one survey, 63

percent perceived TV as serving a companionship service (Davis 1971) .

This gives TV, particularly for the housebound and retired, the oppor-
tunity to do more than entertain. It can help bolster people's self-image,
encourage social interaction, and disseminate useful information concern-
ing health benefits and available services.

TV can also help dispel myths about aging and negative stereotyping
of the elderly. When readers of Retirement Living magazine (April 1977)
were asked to choose which of 12 words most accurately describe the way
Americans over 60 are portrayed on television, their top three choices were
"ridiculous," "decrepit," and "childish."

In 1975, the National Council on Aging released a comprehensive study.

The Myth and Reality of Aging in America , which found that the public's
image of older people is negative and potentially damaging, and proposed
that stereotypical views may be "reinforced by the ways in which the media
portray the elderly poor, sick, institutionalized, unemployed, or retired."
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From questions asked television viev/ers

:

Two images of the old emerge. On the one hand they are people
treated with respect, made to look as though they were an
important part of their families, made to seem wise and full
of good advice. On the other hand, they are old-fashioned and
narrow-minded, pushy and likely to meddle in their family’s
business, look sick and helpless, are useless and in every-
one’s way, untidy and not very pleasant to look at.

Among the media, newspapers come off best, by a light margin
over magazines, in the public’s opinion of what is done to

depict older people (Tebbel 1976) .

Several organizations, agencies, and foundations are addressing the
issues of TV and the elderly. Among these are the National Council on
Aging, the American Association of Retired Persons, and the Gray Panthers

—

all in the private sector—and the Administration on Aging and the Na-
tional Institute on Aging of the U.S. Department of Health, Education,
and Welfare.

The National Council on Aging (NCOA) operates a Media Resource Cen-
ter in Washington, established with support of the Edna McConnell Clark
Foundation. The Center distributes a newspaper column, "Going Strong"
and a Facts & Myths booklet, and is conducting an all-media Advertising
Council campaign directed primarily to people between 30 and 50 years of

age who are potential employers of older people as well as future retirees
themselves. From a Los Angeles office, the NCOA provides consultation to

writers, producers, and directors of network television programs to foster
more balanced portrayals of older persons. "There is probably no more
powerful influence in shaping public perception than the entertainment
programs of network television" (Hausman 1977) .

In 1977, with support from the Federal Government’s Administration
on Aging and the Corporation for Public Broadcasting, the Public Broad-
casting System launched a daily program of special interest to elderly
Americans called "Over Easy." The series is produced by Station KQED,

San Francisco, in an attempt to employ the medium usefully for the spe-
cially targeted audience.

Some attempts have been made also for use of television by the elderly
themselves. For example, several years ago the National Institute of

Mental Health funded a pilot cable TV project by the Wisconsin State De-

partment of Mental Health which produced a series of programs for and by

local men and women in their senior years

.

The panel found that older Americans desire to be portrayed, along
with other age groups, as persons with active lives and interests and as

persons who may have health problems; to see negative stereotyping, which
tends to perpetuate demeaning myths about old age, reduced; and to have

entertainment and informational programing on television designed to suit

their tastes and interests. A top priority is that the elderly be repre-

sented more on more TV programs

.
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The Gray Panther Media Watch reported to the panel that in general
the media is becoming more sensitive to the elderly, but further improve-
ment is needed.

The section on programing standards of the Television Code of the
National Association of Broadcasters’ (NAB) Code was amended in June 1976
to indicate that "special sensitivity is necessary when programming
material deals with . . . the aged." However, there are no enforcement
mechanisms for the NAB Code.

One of the myths about older Americans is that most reside in nursing
homes and other institutions. The fact is that the overwhelming number of

older Americans— 75 percent—are independent, 20 percent are semidependent,
and only 5 percent reside in institutions. Another little-known fact is

that Americans over 65, who represent 10 percent of the population, spend

20 percent of the country’s food dollars. The commercial media, directing
its programs mainly to viewers between the ages of 18 and 45, have perhaps
overlooked the potential of older Americans as active consumers of goods
and services.

PROPOSALS

29 . Endorsement—Elderly Advocate Groups

The panel endorses the efforts of various concerned
groups and agencies to help reduce negative stereo-
typing of old age in the media. These include the
Congressional Subcommittee on Aging, the Media Watch
activities of the Gray Panthers, the National Coun-
cil on Aging, the American Association of Retired
Persons, and the National Institute on Aging.
These organizations, and the Administration on
Aging, are helping to inform and educate the media
concerning the elderly years in the life cycle,
the process of aging, and the mental health needs
of the elderly.

30 . Programing Geared to the Elderly

The panel suggests that the Commission may wish to

note the responsibility of private and public broad-
casting to provide programing geared to the interests
and needs of the elderly and to present more realistic
portrayals of older Americans. Commercial television
programs are designed mainly for viewers aged 18-45,

even though a growing proportion of our population
is elderly. Local senior citizen groups should be-
come educated concerning FCC licensing of stations
and the FCC ascertainment of the performance of

public service.
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31 . Government Publications Seminar Re Elderly

The panel proposes that the DREW Secretary convene
a special seminar for the principal public informa-
tion officers of all Federal agencies which produce
reading materials about or for the elderly, to

sensitize agencies to the need for larger type,
and to end negative stereotyping in informational
materials

.

Implementing Agency : Department of Health, Education,
and Welfare.

THE MEDIA AND WOMEN

The panel feels it is very important to examine within this context
the mental health needs of women at a time when women’s roles are changing.
Those at the vanguard of the women’s movement agree that the media, as
shapers of attitudes, have a strong part to play in these new developments
for women.

Various groups concerned about the mass media vis-a-vis the roles of
women in our society are calling attention to the issues of sexism, stereo-
typing, and the impact of the media on the formation and reinforcement of

behavior and attitudes.

When women are consistently portrayed in stereotyped ways,
these images affect their lives and their aspirations. In-

creasingly, women have become more concerned with their
limiting portrayal and employment in the media (1976 Report
of the National Commission on Observance of International
Women’s Year).

The panel notes and endorses the efforts made by the broadcast media
to help end sexism and stereotyping in depicting the roles of men and women
and in employment practices. The print media, too, have responded by
reducing sexist language and by increasing the participation of women in
all aspects of journalism. Women have begun to assume more visible, re-
sponsible, and equitable roles throughout the field of communications.

However, as the U.S. Commission on Civil Rights has pointed out,

further progress must be made (Report 1977) . The panel suggests that the

Commission may wish to endorse recommendations that the media expand por-
trayal of women to include a variety of roles and to represent accurately
their numbers and roles throughout society; further, that the media should
employ women in all* job categories, especially policymaking positions.
These recommended actions, along with a call upon Federal and State agen-

cies to study the impact of the mass media on sex discrimination and sex-
role stereotyping, are included in resolutions adopted by the National
Women’s Conference held in Houston, Texas, November 18-21, 1977.
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32 . Media and Women: Endorsement of International
Women^s Year Guidelines

The panel proposes that the Commission may wish to

endorse in principle the Media Guidelines proposed
by the National Commission on the Observance of

International Women^s Year (IWY) , Washington, D.C.,
October 21, 1977, and voted on by delegates to the
National Women’s Conference, Houston, Texas,
November 18-21, 1977.

In general, many of the issues addressed are related
to the mental health of women. These include: accu-
rate representation in radio, television, newspapers,
magazines, films, entertainment programing, and
advertisements of women and their roles in contem-
porary society; use of nonsexist language in written
and broadcast materials; elimination of demeaning
and sexist stereotyping.

TELEVISION—THE FAMILY AND CHILDREN

Television is the major medium of mass communication to the American
family, with consequent implications for family mental health. It is not
merely a fixture but a provocative presence in 96 percent of U.S. homes,
exerting a major influence on family relationships, communications, atti-
tudes, standards, reading ability and habits, social interaction, and
potential for creativity.

The task panel does not imply that without contemporary television
there would be no conflict in the American family. It is difficult to

isolate any one factor in social change and assess its impact. But tele-
vision warrants special attention.

Different age groups viewing the same program may have different
impressions of that program. Indeed, age differences between siblings
in the same family can produce varying reactions to a television message.
Since over 40 percent of American homes have two or more TV sets, chil-
dren may view very different television programs than their elders.

There are mental health implications in the fact that television can
be regarded differently by different generations and different populations.
The young Black views reruns of "Our Gang" differently than his elders do.

The young Native American regards John Wayne’s opening of the Old West
from different perspectives than those of her parents. As a Nation, we do

not discuss our different perceptions of the medium.

Television’s widely varying impacts on members of the American family
need public discussion. Some discussions exist in the print media; little

MEDIA 41



1905

exists in the electronic media. Since self-analysis has proven attractive
to newspapers and magazines, we suggest similar discussions take place on
the air.

If more people were to recognize the mental health implication to some
of today’s radio and television practices, such public discussion could add
to public understanding. Such discussion would also bring greater sophisti-
cation of parents regarding TV fare and more active involvement in their
children’s TV viewing habits, as well as "media literacy" curricula for
children in school.

The pervasive role of television in the lives of American children is

well documented. Many youngsters now spend more of their time watching TV
than in any other activity except sleep. By the time a child finishes high
school, he has spent about 15,000 hours in front of the set and 12,000 in
the classroom.

Protests have been registered from many quarters over television as a

purveyor of violence, sex, and commercialism. Studies show that heavy TV
viewers get a distorted view of the world (Gerbner et al . 1977).

An accumulation of research indicates that TV violence also has an
impact on children’s behavior.

Television, which has been termed the "anonymous teacher," delivers
an average of 23.5 hours of "lessons" a week to the American child. It

portrays varying human relationships through drama, situation comedies,
action-adventure series, animated features, and commercials.

The programs Impart messages about the way people live, what they
believe, and how they interact. Through television, children often get

strong suggestions on what to expect from others and what to expect from
themselves . TV can and does provide models through which children learn
about experiences such as friendship, loyalty, courtship, marriage, and

adoption. Research demonstrates that television affects children’s atti-
tudes, and, in some instances, their behavior. The screen provides in-

formation about people and situations unfamiliar to the child.

Although television could be an important medium for presenting sensi-

tive solutions to the conflicts that arise within families and among
friends—divorce, sibling rivalty, jealousy, etc.—-TV conflicts, too fre-

quently, are solved with aggression or with superficial simplicity.

Several well-organized advocacy groups formed to represent the in-

terests of children have exerted considerable influence on the policies
and practices of the television industry. This has resulted in a trend

toward more positive and "prosocial" programing for children and for the

general audience as well. Chief among these groups are Action for Chil-

dren’s Television, the Council on Children, Media and Merchandising, the

National Congress of Parents and Teachers, and the American Medical
Association.

The Public Broadcasting System has demonstrated a diversity of pro-

graming for children’s various and developing needs. Its presentations

MEDIA 42



1906

recognize that children are thirsty for knowledge, that they have feelings,
and that they like to learn as well as be entertained

.

Regarding television’s potential for promoting the healthy growth and
development of children, for example. Dr. Robert Stubblefield of the Ameri-
can Medical Association has said, "Our plea is for a continuous and healthy
discussion among the public and its representatives, the scientists, the

medical community, and the TV industry leaders in an effort to examine TV’s
potential for communicating a wide array of prosocial behaviors, problem-
solving techniques and thoughtful portrayal of human relations" (1977)

.

"In my opinion," he stated, "children need much more exposure to a

variety of behavior models that will prepare them to live in the pluralis-
tic, multilingual, multi-ethnic, industrial world." He singled out speci-
fically high-risk children in broken homes and victims of emotional and
economic deprivation.

PROPOSALS

33 . Recognition of Television’s Role

The Commission should recognize the powerful role that
television now plays in young people’s cognitive and
emotional development. American TV is frequently
criticized for overemphasis on violence and for con-
tributing to passive lifestyles that are at variance
with optimal and enriched growth and development.

34 . Media Literacy

In view of the pervasive influence of the mass media,
particularly television, on children’s environment
and learning of skills for coping, the panel proposes
that the Commission advocate media literacy at the
family. Head Start center, and elementary school
levels . The panel believes greater public under-
standing of the present role of television in chil-
dren’s development will build their ability to dis-
count some of television’s emotionally disturbing
messages. Media literacy in schools should be
accompanied by materials for parents and teachers
alike, to discuss television with children.

The panel endorses the efforts of various national
groups to foster media literacy for children and

parents. The panel also encourages teacher-
training institutions to place more emphasis on

the relationship between child development and

television viewing.

The Commission should speak out articulately on

this subject and urge State, local, and private
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groups to give visibility to the wisdom of under-
standing television’s role in our lives.

Implementing Agency : State departments of education,
local school boards, parent and teacher associations.

35 . FCC Role in Public Information

The Commission might suggest that the Federal Communi-
cations Commission provide background information
which will allow parents to play a stronger role
vis-a-vis radio and television broadcasting affect-
ing their children. The FCC should be asked to re-
port on the types of programs, specials, public
service announcements, and advertising which draw
large child audiences during the entire week.

Congress or the Federal Communications Commission
might request an annual report on Nielsen and
Arbitron estimates of audience demographics (pre-

senting materials between 6 and 12 months old) . .

This would be of interest also to minority groups
and organizations interested in programing con-
cerning the elderly and women.

The panel believes that Congress has a duty to

protect children and ensure that they and other
vulnerable populations receive their share of
programing on the public airwaves. Congress can
act through oversight hearings and financing of

sources for children’s programs.

36. Revision of the Communications Act of 1934

In Congressional revisions of the Communications
Act of 1934, the impact of television on the Ameri-
can home and children deserves special attention.

Implementing Agency ; Subcommittee on Communications
of the Committee on Interstate and Foreign Commerce,
U.S. House of Representatives; Subcommittee on

Communications of the Committee on Commerce, Science,
and Transportation, U.S. Senate.

37

.

TV Programs for Children

The panel believes it is past time to raise the ques-

tion as to whether the FCC should determine what role

it might play to require individual stations to air
a minimum number of programs designed for the child

audience, including preschoolers who are ill-served
by commercial television.
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Mental health experts agree that the early stages of
life have a fundamental impact on the development of
character and personality. Since TV is an important
part of children’s experience in their formative
years, the quality of programs they watch and rele-
vance to their education, growth, and development
are important. Radio and television programing can
affect viewers’ perceptions of violence, hostility,
aggression, and illness.

38 . FCC Ascertainment and the Community

Most radio and TV stations have responsible public
service policies . The panel urges nevertheless that
local mental health associations, community mental
health centers, other community groups, and inter-
ested individuals become aware of the FCC ascertain-
ment process for the 3-year license renewal of tele-
vision and radio stations, and help their local
stations gain recognition for responding to the
mental health communications needs of the community,
as well as for variety in programing for special
population groups in the community.

The Federal Communications Commission requires that
local radio and television stations demonstrate
public service to the community when licenses are
renewed. In this process of "ascertainment," local
groups and individuals may file statements as to

the responsiveness of a station to community needs.
Use by local groups of free air time for mental
health service information and for talk shows or
other discussions bearing on mental health topics
such as retirement, childbearing, child abuse,
depression, and adolescence is recommended.

Implementing Agency : Federal Communications Commis-
sion; local: community groups and individuals;
radio and television stations.

39. White House Conference on Families

The Commission may wish to propose that the upcoming
White House Conference on Families include a section
on parenting as it relates to the mass media and the

child.

Special attention should be paid to whether there is

a relationship between media portrayals (and violence)
and the problem of child abuse.

The Conference may also review possible alternative
funding sources for more varied fare for children’s
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programs, to promote preventive mental and physical
health practices.

40. UN International Year of the Child

The panel proposes inclusion of mental health of
the child in the program of the UN International
Year of the Child, 1979.

Implementing Agency : Department of Health, Educa-
tion, and Welfare (U.S. Coordinator).
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EXECUTIVE SUMMARY

In this final report of the Task Panel on the Role of the Arts in

Mental Health, we outline the importance of the arts in the promotion of

mental health, which we take to indicate satisfactory levels of personal
and community vitality. We also outline the importance of the arts in the
prevention of mental illness, especially for those we consider "at risk"

—

where such vitality is impaired, deficient, or in decline—but has not
reached a level of diagnosed mental illness. Finally, we outline the
importance of the arts in the treatment of the mentally or emotionally
ill.

Our firm conclusion is that the arts have a unique—but rarely publi-
cized or fully appreciated—effect on aspects of mental health programs.

In looking at the functions of the arts in past and present societies,
we can understand the benefits inherent in active participation in the
arts:

Art for: personal achievement
for physical articulateness
for expression of the deepest self
for the perpetuation of culture
for healing

Action-oriented art experiences can aid in self-definition and resolu-
tion of crisis.

We have found that innovative art programs are offering these benefits
to those within family, home and community settings, and throughout the
individual life span. In the educational setting, we have found that the

inclusion of meaningful artistic activities in the curriculum promotes
clear gains in performance and integration in such academic areas as read-
ing, X'Je affirm that the arts are the province of all people—regardless
of age, ethnic, or educational groups, and offer particularly meaningful
involvement for those who seem alienated from "normal" participation in

other aspects of our society.

Individuals "at risk," such as the learning disabled child, can make
personal, developmental, and educational gains through arts activities.
Minority and/or bicultural children are often able to communicate and excel
in nonverbal activities involving motor and manual skills. Arts activities
for children and adults with a range of physical and mental handicapping
conditions offer these persons means of coping with the world, as well as

satisfying ways to learn.

Arts activities can make a unique contribution in the treatment of

mental illness by:

• complementing the verbal therapeutic approach with an active
handling of media
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• revealing neglected aspects of the patient’s personality and creative
potential

• adding impetus to the integrative and healing functions of the ego

• opening new avenues for continuing education and growth

• providing opportunity for relating to productive artist/craf tpersons
as models for identification

• offering a way of communicating to those who are nonverbal, mute or

inarticulate

The arts offer the emotionally ill a public, social language that can
be understood because the arts have many elements in common with modes of

expression used by those who are disturbed. We see the arts as one aspect
in the treatment of mental illness, an aspect that has heretofore been
underutilized due to lack of recognition and support.

Arts activities exist on a continuum, which extends from the inherently
healing, integrative aspects of the creative process, to events in which
the interest is increasingly in the use of the arts as a way of understand-
ing and helping.

The arts professional has an important role on the mental health team,
perhaps essential for some types of patients. Ideally, we visualize a

program staffed by a complementary team consisting of traditional mental
health professionals, arts therapists (for example, danc e/movement , art,

music, drama, and poetry therapists), and artists (painters, writers,
actors, and artisans/craf tspersons)

.

Arts therapists are specialists who combine the general qualifica-
tions of being competent artists with specialized skills in the field of
psychotherapy and education. Those with whom creative arts therapists work
are often the underserved. There are also many highly qualified artists/
teachers who have not undergone specialized clinical training, but who, by
their presence and posture as artists, can provide enriching and healing
experiences for patients. In addition to arts activities programs in
treatment settings staffed by artists, there are practicing artists and
performers who bring performances, exhibits, and concerts to the mentally
ill. Occupational therapists have traditionally shown a commitment to the
activity process in treatment, and have used the arts within the broad
spectrum of activities available.

We show that community-based arts programs are playing a role in help-
ing persons reentering the community from institutions by offering socializ-
ing skills as well as supporting the discovery and development of potentials
within those persons. Especially in urban areas, arts programs offer non-
threatening groups and activities to former patients and are often easily
visible and accessible organizations.
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We-as a panel-affirm that the role of the arts is a significant,
unique, and underutilized one in the promotion of mental health, and in
the prevention and treatment of mental illness.

The Environment

All the best services and manpower skills we can provide in mental
hospitals, mental health centers, schools, nursing homes, hospitals and
prisons can be undone if they are delivered in an inadequate, dysfunctional,
and emotionally disruptive environment.

The physical environment of our cities and institutions is a constant
structure within which we arrange our lives. When this structure is sup-
portive, agreeing with our behavior patterns and allowing fullest expres-
sion of our human behavioral repertory, then the health of our social,
cultural, and individual lives may be enhanced.

On the other hand, dysfunctional environments, whether on the large
scale of a city, or on the smaller scale of institutions and housing may
seriously inhibit, distort, or threaten general emotional health.

We underscore the need for environmental planning which is based on
an understanding of human behavioral requirements. Social, psychological,
and cultural factors must be researched and evaluated with respect to

human environments in order to promote mentally healthful conditions.
Architectural design and planning which is responsive and supportive of

human need can vastly improve the quality of contemporary urban and
institutional life.

Environmental factors that influence the balance of mental illness/
mental health may be briefly summarized as those that can be evaluated by
such criteria as:

• sensory richness through sterility

• setting availability versus setting deprivation

• crowding

• cultural appropriateness or inappropriateness

• territorial integrity or dispossession

• valid perception by means of perceptually and psychologically
clean or unclean design

The art of institutional design directly influences patient well-being
especially for the mentally ill. There are many psychological and socio-
psychological hazards in the architectural environment of present institu-
tions to which patients in a state of crisis are unusually vulnerable.
Institutions offer a special set of threats which are based on their design
quality. There is an observable impact on the quality of institutional
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and urban life which is the direct result of the efforts of artist/
designers, specifically architects.

Manpower Development

The issues that the panels and the Commission present are huge. The
implementation issue that concerns us is less one of funding, but much
more how our society wastes its existing human potential. This ties into

a larger barrier we must confront—our attitudes.

In our communities, there is resistance, fear, and hostility about
people that are different. There is an anxiety that our limited resources
cannot stretch anymore. We think that by providing for the needy we will
have to deprive ourselves. This panel asserts that artists and designers
can help with both issues: tapping our existing resources of people and
places, creating a new context that will help us change our attitudes; and
changing society’s images about people who are different. The people who
are now coming back into our communities often suffer more from their
institutionalization than from their emotional disturbance or their mental
retardation

.

We urge the development of the human potential not only of our clients
but also of our staff and families. The people who are involved in daily
care need the courage and the affirmation that what they do matters. We
offer the artist and the designer as resources for a large manpower develop-
ment effort for professionals, paraprofessionals , and high school students.
The artist as a trainer, as a full member of a human service team can be
useful

.

But to do this arts professionals have to be included in a more on-
going systematic way in mental health and educational systems. At this
time there are few staffing patterns which involve artists. They usually
work on soft money grants in a limited outsider role, with little to do
with long range planning, problem solving, and program development. They
come in, do magic and leave.

The artist, working inside and outside of mental health centers, can
be an effective link in the educational system, the court system, and the
health system where people are at risk.

To help these systems be ready for our participation and team work,
we discuss the primary training and retraining of mental health profession-
als and paraprofessionals . As part of their training they need to discover
their own creative potential, their own multisensory ways of communication.
They will then understand and welcome its implications for all human
development

.

Beyond the mental health system, in the schools, the arts can play its
most generative role in the promotion of mental health. An emphasis on the
arts in preservice training and inservice training for all educators, es-
peciall}?- special educators, will have longlasting implications for our
society.
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Public Law 94-142 and 504 Guidelines of the Rehabilitation Act can be
the legal wedge to open up our schools and communities to all our citizens.
We recommend involving artists in taking a broad, hard look at the manpower
needs of all our programs, meeting together with other professionals and
people who have been on other panels, finding integral, legitimate ways that
artists can participate in human services and life long education. The task
is huge—we need all of us.

F
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OPTIONS

(listed in order)

School buildings or other public facilities be used
wherever and whenever space opportunities present them-
selves to house community activity centers for the arts/
crafts and performing arts.

Continuing to encourage such interagency programs as

community gardening, play parks, murals, and other com-
munity arts projects which provide opportunities to

bring together families, the elderly, the youth, the
handicapped, and other members of the community.

The language and methods of artists, the arts thera-
pists, and environmental designers should be included
in the training of other mental health professionals
(for example, psychiatrists, psychologists, psycho-
analysts, social workers, nurses, and occupational ther-
apists) .

Institutional settings, mental health centers, schools,
hospitals, and adaptive re-use design projects should be
the prime focus of user needs, pre-programming study,
and architectural evaluation. Federal regulations
should require these design process steps in any Feder-
ally funded architecture, planning and re-use projects.
Pre-programming and evaluation may be operationally
linked to certificate of need requirements, as well as
to funding guidelines.

Funds should be provided to cover both programming and
evaluation in the original design contract to assure
their successful performance. All such projects should
require post-construction evaluation based upon the same
criteria expressed in the original design program. Fed-
erally supported design and construction projects should
also include funds to facilitate post-construction,
post-evaluation adjustments and modifications to the

buildings, which may result from evaluation findings.



Government funds to schools of design and architecture
should stress the need for and support of innovative
course work on human behavior and environments; program-
ming and evaluation to encourage the training of quali-
fied specialist programmers and designers in these
areas

.

Information gathered in architectural programming and
architectural evaluation should be responsibly handled
in an information storage and retrieval system, a na-
tional data bank (implemented by an appropriate agency),
similar to the National Library of Medicine’s MEDLARS
system.

Initiate a task force at the Federal level, bringing to-
gether manpower experts from government agencies—espe-
cially mental health, public health, the correctional .

system—along with trainers in the arts, arts therapies,
and design to investigate the role of artists in service
delivery to develop legitimate, systematic ways for art-
ists to be involved in mental health and human service
programs

.

Encourage government administrators at Federal, State,
and local levels to use artists/craf tspersons who al-
ready qualify under existing civil service job classifi-
cation and qualification standards (Arts Specialists) as

teachers, consultants, and resource persons in all
neighborhood and human service settings which are Feder-
ally funded (to include hospitals, mental health cen-
ters, homes for the aging, drug abuse clinics, and cor-
rectional facilities)

.

The Federal Government should enable more creative arts
therapists to work in Federally assisted facilities

—

such as Veterans Administration hospitals, correctional
facilities, the National Institutes of Health, and
St. Elizabeths Hospital—through the establishment of

civil service job classifications appropriate to the

specific disciplines of art, dance/movement, drama, and

music therapies. ^



Include an art therapist, a dance/movement therapist, a

drama therapist, a music therapist and/or an artist on
the staff of or as a consultant to every community men-
tal health center and other similar facilities. Include
experienced artists/craftspersons and/or arts therapists
as staff members of human service facilities (such as

hospitals, homes for the aging, mental health settings,
drug abuse clinics, and correctional facilities) and of

educational settings as teachers, consultants, thera-
pists, and/or resource persons.

Where considered part of the therapeutic regimen pre-
scribed for the patient, the services of arts thera-
pists and artists be considered as a reimbursable serv-
ice. Other funds from private and public sources should
be made available and flexibly used for a variety of

mental health programs involving artistic components.
They may include, but not be limited to, the following:
foundations, Medicare, Medicaid, State Arts Councils,
Comprehensive Employment and Training Act (CETA) ,

Office
of Education, National Endowment for the Arts and Hu-
manities. (Future funding, including a national health
insurance program, should also include these considera-
tions .

)

Extensive retraining of public school personnel, espe-
cially arts educators, classroom teachers and special
educators, on the implication of multisensory learning,
the arts in development, and educational planning.

Include artists and arts therapists as integral members
of resource teams for consultation and training as an
inhouse and outreach service of community mental health
centers, able to provide staff training and support
services within the center and to community agencies,
including school systems, recreation systems, health
systems, and the court system.

A survey be conducted at the national level (i.e.,
through an existing program at the National Institute of

Mental Health) to catalogue existing, ongoing programs
in the arts and mental health to identify effective
components and model programs. This information should
be stored in an arts/mental health clearinghouse and
should be available for dissemination.
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Create demonstration research projects with built-in
assessment components to demonstrate the effectiveness
of the arts as therapy or arts interventions in mental
health related programs in community, educational, and
clinical settings.
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PREAMBLE

A Statement of Certain Principles Relative to the Arts and Mental Health

1. Contemporary use of the word "art" focuses upon the thing made.
The thing made is the visible top of a complex formation of making. This
"making" is fundamental for the individual, is on some level available as
activity to any and All individuals, and is, wherever found, a potent source
of individual and social vitality—this is, a force of health.

2. All the arts in all of their uses are therapeutic. Only specific
use of the arts or art processes during intentional intervention in a pro-
fessional setting is therapy per se.

3. In a broad program of health the proposed functions of the arts are
as follows: (1) psychological and psychoanalytical tools, (2) resources
for personal and community rehabilitation, and (3) promoters of mental
health and vital factors in any program aimed toward prevention of mental
illness

.

These functions are operative in institutions for the ill, the de-
prived, the handicapped; in schools and in community activities; at home.
They should be operative throughout the environment, e.g., at work, in the

media, in the streets and buildings.

The arts professionals centrally involved in these functions are: (1)

the professional artist and/or performer; (2) the arts educator; and (3)

the arts therapist. Although it is best that these three types of profes-
sionals be used in whatever combination seems suited to the particular sit-
uation, the professional artist and/or performer is primary. Without basic
participation of the artist, any arts program stands in danger of its life.

It may—and often now does—become a program of busywork or of processing.

4. The arts are healing at the deepest human level. They always have
been, deriving as they do from earliest religious ritual.

The arts are socializing forces. The ancient function can be seen
still clearly operative in contemporary tribal societies, e.g., African,
American Indian.

The arts are profoundly educative. The twentieth century now rein-
forces the classical concepts in contemporary language; the bicameral brain,
with the right side functioning as intuitive, visual, nonlinear. To educate
only verbally, logically, is presumably to leave one-half of the brain in
atrophy. It is in fact to de-educate, to "harm."

The soul, the society, the individual brain—all of these show specific
need for the arts.

Civilization itself needs the health-giving properties of the arts.
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The role of the arts in mental health is not in doubt. The particular
problem of this task force is to indicate approximate need and extent of
arts uses, particular places and people involved or to be involved, potent-
ial results, and problems of finance, people, and persuasion.
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INTRODUCTION

The President’s Commission on Mental Health has assigned this study
panel the task of answering the question, "What is the present and potent-
ial role of the arts in mental health?"

Our findings are that the arts are an important element in mental
health activities, and that they are becoming increasingly important as

more is learned about their potential uses and as this information is dis-
seminated .

An impressive range of innovative work is being done by artists and arts
therapists across the entire spectrum of "special populations": the elder-
ly, the physically handicapped, the learning disabled, the mentally retard-
ed, the mentally ill, and those whose ethnic and/or cultural diversity has
not been accommodated.

We further find the arts active on the preventive side: in promoting
better mental health in the community and better education in the schools
(where they are allowed to do so) . There are indications that this use of

the arts in a preventive role—among the general population outside clinic-
al or institutional settings— is, while still "young," a course of action
holding great potential:

The major mental ailment today is the impoverished personality, not
the deranged personality. (Colman McCarthy, Washington Post , Janu-
ary 1978.)

This report will offer a view of a continuum of arts activities related
to mental health, analyze their present and potential effectiveness, and
suggest steps that the Commission may wish to recommend in support of these
arts programs to make them accessible to all who may benefit from them.^

The following will be discussed in this report:

• the particular functions and importance of arts activities in com-
munity and educational settings

• the use of the arts and arts therapies with "at-risk" or vulnerable
populations

• the use of the arts and arts therapies in the treatment of the men-
tally ill

• the nature of required skills and training for those providing these
services

^Specific programs cited herein are examples used for illustration pur-
poses only. Hence, they are not meant to be construed as an endorsement of
the programs.
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• the manpower concerns (including funding, training, and distribution
of personnel)

• the need for research and documentation of the effectiveness of arts
related mental health programs.

When we refer to the arts, we include the following: Visual Arts—
graphics, painting, sculpture, design, photograph, film/video, crafts. Per-
forming Arts—music, dance, theatre, prose/poetry, puppetry and mime. When
we refer to the Arts Therapies , we include the following: Dance /Movement
Therapy, Music Therapy, Art Therapy, Drama Therapy, and Poetry Therapy.

It should also be understood that arts activities may be primarily
passive (listening to a concert, watching a play or dance, viewing an exhib-
it) or active (making music, dancing, painting). While the distinction is

real, it should not be taken as thorough dichotomy (e.g., one may listen to

a concert or do a drawing passively or actively) . The distinction is one of

emphasis, and as such is useful.

We are proceeding on an assumption which is in process of becoming an
accepted truth

—

that satisfying levels of activity in the arts are attain-
able by everyone . One needs no unique talent. One requires no particular
level of intellectual or physical capacity. Arts activities comprise a me-
thod of communication and a mode of achievement available to all. The
levels, of course, will differ among individuals, and within the history of

the specific individual.

As both cause and effect of the above, we appear in this country (and

elsewhere in the Western world)
, to be embarked upon a democratization of

the arts. The capital A conferred upon art during the Renaissance moved
the center from the many to the few. Art became allied with privilege. A
reversal of this trend may be seen in the attitudes and activities of our

National Endowment for the Arts, State Arts Councils, and in changing com-
munity attitudes. It is bringing on a new era, a change in the quality and

quantity of public participation:

We are moving toward a society where art will play a great role...

The museum must be opened to disciplines once excluded, and to the

largest possible public, and this right away. (Pontus Hulten, Di-
rector of the new French National Center for Art and Culture,
quoted in The New Yorker , January 16, 1978.)

The significance of this movement is the reciprocal reintegration of

the vitality of the arts into daily life and of the vitality of daily life

into the arts. Broader availability of the arts and crafts will multiply
both their uses and the variety of social and individual benefits typically
accruing from their use. These uses have traditionally included:

• art for personal achievement

• art for communication

• art for physical articulateness
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• art for societal integration, participation, and recognition

• art for profound expression of self

• art for its own sake, for the value of the materials, process, and
experience

• art for the perpetuation and history of culture
\

• art for joy

• art for healing

A few examples will illustrate these benefits.

A young student at American Indian Community Center (New York) used
arts and crafts as a medium of revolt from a family atmosphere which she

found brutal. In the process, the student "re-created” her social situation
by producing an acceptable "environment of the imagination," not as an es-
cape but as a positive assertion of self. She was able to re-form a nega-
tive situation which, if passively accepted, might well have had harmful
consequences to herself and society. (Art for personal achievement.)

Choreographer Eric Hawkins indicates that 95 percent of the students in

his New York City dance classes never become professional dancers. What
most of them do achieve is the maturation of an articulate body. This par-
ticular kind of personal development is so seriously neglected in our soci-
ety that most of us grow up with an immature or infantile kinesthetic sense
of the body, of its capabilities and needs in movement. (Art for physical
articulateness .

)

In Berkeley, California, the Washington Environmental Yard is a re-
claimed asphalt play area which surrounds an elementary school. In an ex-
tensive community/school project, participants tore up the asphalt, planted
gardens, dug streams, built play structures, and have sustained school cur-
ricula and neighborhood programs in and out of school-time for children,
their teachers and their families. (Moore, 1974)

An example of where the arts are not yet employed extensively to im-
prove national mental health, but are crucially needed, is in the work-
place. (This need is outlined in the section dealing with "The Arts in Work
and Leisure.") Perhaps the greatest use of the arts to promote mental
health and prevent mental illness resides in education—in all forms and at
all levels.

Proper use of the arts requires, before all else, that the simplistic
attitude of seeing the arts and crafts as frills, or educational luxuries,
be changed. Many teachers and supervisors and parental boards will need to

be re-educated in this regard. Educationally speaking, the arts are a 3-R*s
skill . They promote intellectual development (Feurgeson 1977) as surely as

reading, accuracy of expression as surely as writing, and analytic abilities
as surely as mathematics.
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Important new evidence shows not only that the arts are benefi-
cial in themselves but also that their introduction into a

school’s curriculum causes marked improvement in math, reading,
science, and other subjects that the educationists pronounce
’essential.’ Indeed, some researchers are now saying that the
absence of arts programs can retard brain development in child-
ren. (Roger M. Williams, "Why Children Should Draw: The Sur-
prising Link Between Art and Learning," Saturday Review , Septem-
ber 3, 1977. See also David Rockefeller Panel Report, "Coming
to Our Senses.")

The arts, with their inherent ability to elicit involvement and per-
sonal action, may be employed as a counterforce to the widespread pas-
sivity in our society, the unwillingness to exercise control and assume
personal responsibility. This passivity has implications for any health
program, especially any proposed national program of health care:

The individual must realize that perpetuating the present system
of high cost, after-the-fact medicine will only result in higher
costs and greater frustration. The next major advances in the
health of the American people will be determined by what the in-
dividual is willing to do for himself and for society at large.
(John H. Knowles, "Responsible for Our Health." Daedalus , Winter,
1977.)

Communities have a life of their o\>7n. To the extent that this life is

healthy, at-risk, or ill, the lives of the people living in the community
will be affected. Historically, the arts have contributed to communal
health, from ancient uses in ritual to contemporary uses in providing or

restoring neighborhood pride and cooperation. This matter is taken up at

some length in the body of the report. Only one thing must be kept in
mind—that the health of a community, like that of an individual, has less
to do with beauty or even cleanliness than it does with vitality. If there
is anything that artists know about, it is the matter of vitality. They are
professionals of vitality, and should be so considered.

Consider television—a passive, nonvital activity which after work is

the greatest common denominator of the American public’s use of its life-
time. Here the arts have two functions. One is educational: to teach us

the visual grammar of a video age, so that we may both understand and use
the ways in which images are selected and put together to communicate force-
fully. The other function of the arts is to provide an alternative activity
to the inactivity of television watching. There is little doubt that heavy
and routine amounts of television watching contribute to passivity, promote
a sense of loss and a feeling of "killing" time. To this extent television
can interfere with personal development and lessen communical participation.
Where it does so, it affects health adversely. (See Kenneth Lash, "TV: the

Minus Multiplier," North American Review , Fall, 1977.)

Particular qualities of the arts and arts activities have been ab-
stracted for specific use as therapy. Though such use is not new, its his-
tory and application is broadening and coming dramatically into public con-

sciousness .
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The use of the arts in clinical, institutional, or private settings as
modes of treatment in mental illness is best spoken of in specifics. This
we undertook to do in the body of the report.

A White House Conference on the Arts has been proposed for 1979-1980
(H.J, Res. 600). We believe this convocation would be an appropriate forum
to continue the discussion of the arts and mental health with various arts
professionals and to further define the role of arts and mental health. We
recommend that this subject be considered on the Conference agenda.
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PROMOTION OF MENTAL HEALTH AND PREVENTION OF MENTAL ILLNESS

With an idea of the variety of functions of art, we are now ready to
see how the arts aid in promoting mental health and in preventing mental
illness. We underscore the charge of the President’s Commission on Mental
Health (1977) which asks for a "fundamental concern for the whole person."
We will look at:

• The impact of the arts on an individual from youth to old age

—

as a member of a family or extended family, as a worker, as a

member of the community.

• The use of the arts in education for the promotion of mental
health.

• The use of the arts as a powerful resource in the prevention
of mental illness for the underserved or the "at risk" popu-
lations.

• The impact of the environment on mental health.

FAMILY, HOME, AND COMMUNITY

This panel reaffirms the family or extended family unit as the basic
social group and calls attention to exploratory work in the arts with par-
ents and families for the promotion of mental health.

We will not repeat here how important early childhood emotional engage-
ment with mother, father, extended family, and peers is for optimal develop-
ment of the person. We highlight, however, that in any culture art is often
a vehicle for affective communication. In the child’s earliest stages that
affective communication is accomplished between mother and infant by the two

relating through sensory modalities, especially touching and seeing. "We
begin life through this relatedness to eyes ... it is with eyes that concern
and love are communicated and distance and anger as well. Growing maturity
does not alter this eye centeredness" (Erikson, 1966)

.

The Value of Play

Play, through simple interaction, is another crucial aspect of parent/
child relationships. Brian and Shirley Sutton-Smith (1974) describe the in-

tuitive babbling, the tugging of the diaper, the hide-and-seek games that
parents play with their children. The Sutton-Smiths emphasize quality of

playful interaction and urge parents to avoid critical judgments of people

who are uncomfortable with play. Play, and the art forms that develop from

it, provide joy in living, as well as flexible, creative ways of being. De-
velopmental stages of play and art interests are outlined in the Sutton-
Smiths’ book, along with ways that parents participate in or facilitate
their children’s play/art.
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Emily Ransom, a dancer and play leader with the Massachusetts Depart-
ment of Mental Health, discusses the role of play in families with special
needs in her master’s thesis (1975). Based on work in the Department of

Mental Health’s Division of Mental Retardation, her work describes the needs
of families who are "vulnerable" to have opportunities to strengthen them
psychologically.

A family play center which used play, the arts, and environmental de-
sign to aid families "at risk" (those with handicapped children) was another
experimental program in Massachusetts. In a group co-led by a physical
therapist and a dancer, mothers learned play and movement techniques to

strengthen the babies’ muscles. Parents shared building skills as they de-
signed toys and equipment for their children in the center’s workshop. The
use of play as an assessment tool was encouraged as parents learned to re-
cognize developmental milestones in their children’s physical, social and
cognitive growth.

The Arts in Neighborhood Programs for Cultural Minorities

For children and adults of minority cultures, artists play a powerful
role in reinforcing identity and self-esteem. Although there is public in-

sistence on the value of diversity, popular culture propagates an absolute
conformity that is oppressive and a source of stress for minorities.
Through community arts programs such as the Los Angeles Inner City Cultural
Center, people from minority backgrounds are involved in art, drama, dance,
and music programs where their talents are developed as professionals, and
where audiences can view artistic events that do not deny or obliterate cul-
tural heritage. The Thunderbird Dancers of American Indian Community House
(New York City) provides its youthful members a way to obtain the respect,
admiration, and approval of peer groups as well as adults and teachers and
the Indian community at large. Though non-professionals, the dancers
achieve social recognition even if their dancing is less than artistic. The

process is more important than the product. (This is an example of the use
of Art for societal recognition.) The same agency also found that young
Indians could not be simply taught how to make baskets or pottery. These
art forms necessitate a discussion of history and culture; the result is

the recounting of oral tradition. Tribal crafts are an intrinsic element
of the lives of primal peoples and are therefore "living" reservoirs of

their societal value systems. They are never "decorative" forms (as they
are considered in some "modern" cultures) but objects invested with immense
power, significance, and sentience.

... these Indian objects, which are elaborately covered with
designs and iconography, are not in the slightest decorative
or prestigious. The art objects of Indians celebrate them-
selves and the natural materials from which they are made, and
that is precisely what makes them art. They are vivid symbols
of the expressive power of man and his societies; they do not
separate people one from another in terms of class and intel-
ligence and taste, but contrarily, they unite people with their
universally felt and understood power. There are no class
distinctions regarding art ’appreciation’ among Indians. The
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significance of art is felt by every member of the tribe; it

is a pervasive and unifying aesthetic principle upon which all
experience is judged" (Highwater, J. New York Times , Nov. 21,

1976)

.

Because every American Indian has a "sanctioned," public means of ex-
pressing himself, the arts and crafts have been and continue to be elements
of that society which promote and help maintain mental health. Others
could learn from this for, a

. . . When the Indian potter collects clay, she asks the consent
of the riverbed and sings its praises for having made something
as beautiful as clay. When she fashions the clay into a form,

she does so by evoking the shapes of sacred things in which the
power moves and the life dwells. When she fires her pottery,
to this day, she still offers prayers so the fire will not dis-
color or burn her wares. And, finally, when she paints her
pottery, she imprints it with the images that give it life and
power - because for an Indian, pottery is something significant,
not just a utility but a "being for which there is as much of

a natural order as there is for persons or for foxes or for
trees" (Highwater, N.Y. Times )

.

The arts therefore, take on a particular significance for primal peo-
ples in that they are a means through which culture is perpetuated and a

way to find a context in a new society.

Additionally, artists could play an important role in minimizing the

social disruption which has accompanied the massive efforts to desegregate
American neighborhoods and schools. In some instances through performances
and graphic illustrations of imminent problems as well as benefits, the art-
ist has demonstrated that he may provide target populations with opportuni-
ties to deal with change when it occurs (Cultural Educational Collaborative,

1977).

The Arts in Work and Leisure

Adults, for whom the arts play a crucial role in their mental health,

are described in an HEW report. Work in America (1973). In accord with
this report, we must face the probability that contemporary work patterns
in our technological society often contribute to poor mental health, and

that it is unlikely that these work patterns can be significantly changed
(Owens, 1977). That which is often lacking in our work—a sense of personal

accomplishment, seeing finished results, experiencing variety and possibili-
ties of continued growth—may have to be provided in personal and/or leisure

time activities. The arts and crafts have great potential for supplying
these needs and promoting a sense of satisfaction.

There are also concrete matters of physical health involved in our work
patterns, e.g,, the evidence of greatly increased rates of heart trouble

among those caught in the "one-career Imperative," where the aging process

seems intensified by daily repetitions of sameness and routine (Sarason,

1976).
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More workers should be offered opportunities to become involved in arts
and crafts, both individually and in community projects. (At the John Deere
tractor plant in Waterloo, Iowa, an artist-affiliate program offered an op-
eratic singer in the workers’ cafeteria over a period of several weeks.

Some of the workers simply laughed and tolerated the situation; others,

little by little, learned to enjoy it.)

Both employers and unions should be encouraged to initiate and support
work-connected arts programs. Such programs and facilities can be consider-
ed an off-the-job enrichment offered in conjunction with the job.

The Arts and The Elderly

The arts have been a growing resource for another population group, the

aging. In a report. Arts and the Aging : an Agenda for Action (1977), Max
Kaplan talks about increasing involvement of elderly people in the full art-
istic process—creation, distribution, consumption, and education.

. . . The stereotyped recreational arts programs in nursing homes
that comfort, soothe and schedule must be replaced with the
challenging, stimulating and innovative opportunities that tap
the skill, zest and accumulation of experience of our elderly
population.

. . . This is an excellent opportunity to explore creative art-
ists who produced masterpieces at an advanced age and the thou-
sands of older persons who in every community provide daily
evidence of creativity and service. Waiting to be uncovered by
the media is America’s best kept secret, the hidden resources of

the elderly.

He goes on to say:

. . . Education in the arts offers opportunity for absorbing and
using the backgrounds of the elderly in ways that are largely
unexplored ... I believe strongly in the mingling of all ages in
all dimensions of education and the time is ripe for a chain of

schools run by the elderly not only for their peers but for child-
ren and younger adults . .

.

However, adequate space is necessary to provide arts activities. Many
areas already have schools which are not fully used due to declining en-
rollment. Therefore, we recommend:

School buildings or other public facilities be used
wherever and whenever space opportunities present them-
selves to house community activity centers for the arts/
crafts and performing arts.

These centers would allow for the continuing education of people of all
ages in the community. (A prototype might be those centers started during
the Works Progress Administration.)
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Expanding the Idea of "Creativity"

For all people, the notion of "creativity" must be expanded. In crowd-
ed urban neighborhoods, gardening can provide a creative process through di-
rect contact with soil, sun, and water by using one’s own hands and energies
to create both "things" and relationships with neighbors. This can be a way
of restoring identity and status to individuals as well as to communities.

There is a community garden project in San Francisco initiated by the
Board of Supervisors in 1974. The City, 4-H Clubs and CETA artists and gar-
deners have provided materials, continuing support and expertise to school
children, teachers, parents, senior citizens, residents of housing projects
and neighborhood groups. One project began with a July 4, 1976 Twin Bicen-
tennial Celebration (US/SF, 1776-1976), initiated by Friends of Noe Valley
for their neighborhood library. Artists involved the children, parents, and
residents in painting outdoor and indoor murals. They transformed the li-
brary’s asphalt background into a garden, planted trees, designed two metal
gates, and built a deck for the performing arts. The end product was a new
and transformed exterior space of the library by its ovm users.

There are additional ongoing projects of this nature in other cities.
For successful gardening and urban beautification programs thpre must be in-
teragency support from local. State and Federal governments such as housing
authorities; the Departments of Labor, Commerce, and Health, Education, and
Welfare; National Park Services; redevelopment agencies; Bureau of Outdoor
Recreation; local boards of supervisors; schools; city councils; and neigh-
borhood arts and improvement organizations.

Since enterprising experiments such as creative activity centers, gar-
dens, theaters, and neighborhood broadcasting using CB radio and cable TV
are being conducted in community living throughout the country, some effort
should be made to document these undertakings to stimulate and encourage
others to try similar ways of enriching community life and making it cohe-
sive through the age-old celebration of the arts.

We propose:

Continuing to encourage such interagency programs such
as community gardening, play parks, murals, and other
community arts projects which provide opportunities to

bring together families, the elderly, the youth, the han-
dicapped and other members of the community.

These projects both help beautify urban and rural neighborhoods and

provide a community support network through public participation.

EDUCATION

The one institution to which the majority of Americans are exposed for

at least some part of their lives is that of education. The David
Rockefeller Panel’s recent study on the role of the arts in education. Com-

ing to Our Senses (1977), addressed a current problem of the arts in
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education—"that the arts in America are viewed neither as part of everyday
living nor as a legitimate part of education." One factor the study noted
was that arts education can influence two elements of behavior which concern
every teacher: discipline and motivation.

The basic role of the arts in the full intellectual and emotional de-
velopment and education of the child has always been felt to be an essential
one. Plato was only one eloquent proponent of that doctrine; today, it is

being rediscovered by "hard science" (Rockefeller, 1977). Convincing sta-
tistics are being amassed which shoxv^ that the inclusion of meaningful art-
istic activities in the curriculum promotes some clear gains in performance
and integration in academic areas such as reading (Conant 1973; Diamond
1969; Williams 1977). Equally true is the effect of "humanizing" environ-
ments (Ostroff 1977).

The human mind requires more than reason, logic, and quantifiable ide-
as; it has "reasons of which reason knows naught."^ The recent studies of

possible left/right hemisphere specialization^ of brain functions, suggest
the importance of nonverbal thought processes in the development of the
brain. The relationship of the arts to intellectual and cognitive develop-
ment is not without some history as the Rockefeller study noted. The phys-
icist Heisenberg conceived of a very high civilization based on art rather
than science. One should also realize that the intellectual skills encour-
aged by the arts often differ in cultures, as F.S.C. Northrop said in The
Meeting of East and West (1946) , "The point to be noted here is not that art
of this traditional Western type and theoretical knowledge of this Western
kind are not the most excellent art and knowledge of their kind, but merely
that they are only one type of art and one type of knowledge."

In learning to read and understand the nonverbal languages of all the
arts, the individual is provided with a way of coping with his environment;
from the perception of nonverbal cues of another person, to the comprehen-
sion of the complex visual grammar of the cinema and television. Through
both responsive and productive activities, the arts provide enhanced mental
health in the broadest sense of the term.

If the arts are to become an integral part of the life experience for
all, our educational system must be re-oriented to include all of the arts
for all students at every level. Arts professionals must be integrated into
all schools. This will require the re-education of teachers and supervisors
in understanding and facilitating both the cognitive and affective involve-
ment in the arts. Education in and through the arts must be viewed as a way

2^Paraphrased from, "The heart has its reasons of which reason knows no-
thing of." Blaise Pascall.

^One California artist, Betty Edwards uses this theory to teach drawing
and presents her results in her dissertation, "Perceptual Skills in Draw-
ing."
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of enhancing innate capacities, imparting lifelong skills, and enabling the
individual to better understand both himself and his world. For "in the
complete creative process, inner and outer realities are fused to a new en-
tity" (Ulman 1961) . And in that experience, the individual may have a "mo-
mentary sample of living at its best" (Ulman 1971) . The arts involve the
giving of form to human feeling (hanger 1953), and thus present for the in-
dividual the possibility of integrating his affective life, so that he is in
charge of his feelings, rather than his feelings "running" him.

SPECIAL POPULATIONS

The Arts as an Aid in Stressful Situations

"Normal" persons, who are involved in either personal or situational
stress, are temporarily vulnerable to developing emotional problems. The
arts can be made available to these persons to facilitate coping skills.
For example, children in environmental catastrophes such as the "Holocaust",
wars, or the riots following Martin Luther King’s assassination, needed op-
portunities to externalize feelings in order to assimilate what they had
been witness to. ^Similarly, a child caught in the web of divorce, suffer-
ing parental loss, or having an extended hospitalization, needs creative op-
portunities to cope with such a traumatic event. Puppet play sessions are
made routine parts of pre- and postoperative activities in some hospital
settings. Such sessions allow the child undergoing surgery a non-threaten-
ing way to deal with his fears. Certainly, adults are also able to use arts
expressions as ways of coping with stress. If the "normal" individual can
be vulnerable to emotional problems at certain times, the person handicapped
at birth or by environmental circumstances is also "at risk" for mental ill-
ness, Such individuals (old and young) and their families have been reached
and helped through a variety of arts programs in different settings.

In Educational Settings or With Learning Handicaps

Our schools have not adequately served minority, bicultural children.
Narrow curriculum approaches, highly verbal and culturally limiting pro-
grams have created problems for disadvantaged bicultural children and minor-
ities . Those who have problems in school, especially those in "English-as-
second-language" programs are often able to communicate and excel in activi-
ties which are nonverbal and involve manual and motor skills. The child who
does not speak English and who has problems in school is often an economic-
ally disadvantaged child living in a new culture which does not recognize
his/her cultural heritage and is often a member of a family struggling to

adapt to this unfamiliar culture. Arts programs which respect the ethnic
heritage of a child, and provide expressive opportunities in drama, visual
arts, music, and dance can bridge the disparate cultures and make success-
ful entry for the child from diverse backgrounds.

In some communities and especially in problem areas the arts have been
seen as a way of dealing with complex social issues. In Massachusetts sev-

eral major educational programs are based on the integration of the arts.
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providing new opportunities for children at risk. Court-ordered desegrega-
tion programs (Boston Public School Desegregation Plan 1976) have supported
the arts as a vehicle for learning other subjects as well as a way to bridge
cultural differences. Court-ordered pairings between cultural organizations
and public schools created magnet programs which bring together young people
who want arts training with artists.

Those who have learning disabilities can often perform very well
through art experiences which do not depend on verbal and linear intellect-
ual processes. Art skills can be used in training these children for sen-
sory-motor coordination, special relationships and spacing, eye tracking,
organization of thought, tactile perception, auditory perception, rhythm
and symbolism necessary for verbal skills, as well as integrating several
of these processes at once (Smith 1977a)

.

One small school in Washington, D.C. has demonstrated remarkable suc-
cess in returning children with severe learning disabilities to the regular
school system. Kingsbury Laboratory School uses the arts, not as therapy,
but as a means through which the learning process is enhanced by teaching
and reinforcing the specific skills of organization upon which academic
growth depends. For instance, the child with poor auditory discrimination
may be so thrilled to link bright colors with different sounds, that he
moves on to link sounds and letters and to accomplish the ultimate goal of

reading, "In the school’s 10-year history, 85 children have moved on to

other schools; follow-up studies show that 90% are succeeding in regular
and private schools and 5 are now college bound" (Smith 1977b) . Finding
ways of promoting cognitive development in the learning disabled child has
been achieved by the use of other art and music activities.

Especially underserved are those children returning from segregated
residential institutions into the education community. The 504 Guidelines
of the Rehabilitation Act and PL 94-142 have affirmed full educational
opportunity for all handicapped children. The arts have a special and im-
portant role to play in the education of these children.

In Hospitals or With Physical Handicaps

Persons with severe multiple handicaps can be reached through expres-
sive play and stimulating environments which encourage the development of

sensory awareness and learning. Even computers have been used with children
who have no language skills. Cleft palate children (Irv/in and McWilliams
1974) have been enabled to play more freely and to develop expressive lang-
uage through experiences in creative dramatics conducted by a drama thera-
pist. Understanding the fantasies of cleft palate children is made possible
through their creative drama themes. Brain damaged children have been pro-
vided meaningful ways to have personal, integrated expression through art

(Gonick-Barris 1976). In art activities and in the acquiring of craft
skills they can find a way of coping with the world of things and in the

development of relationships through these experiences, an enriching and

satisfying way to learn. One Massachusetts program uses sensory play and

the arts as the primary educational tool for institutionalized adolescents
who were so profoundly retarded that their staff and parents doubted they
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could learn. Some of these children are now leaving the institution to at-
tend public schools.

Movement activities for blind children aid in reducing awkward, rigid,
and unsteady body motions which are often a representation of the child’s
fear. Art activities are based on an understanding of the different esthe-
tic world of the blind, through exploring responses to art products by
blind, partially sighted, and sighted artists (Rubin 1976).

The elderly , especially those institutionalized in nursing homes and
hospitals, have been helped to feel productive (Crosson 1976; Zeiger 1976)
as they express their feelings through the use of poetry and other art
forms. There is a growing utilization of dance and movement therapy with
geriatric populations which foster physically strengthening activities
coupled with expressive components that can enhance body image and self-
concept in the elderly person.

Terminally-ill children at the National Cancer Institute benefitted
from a two-year program of art therapy; these children were able to come to

terms with their impending death by drawing their feelings, which then en-

abled them to talk about these feelings.

Other Special Groups

Culturally oppressed, the alienated and disaffected youth have been ac-

tively engaged with their communities and peers through community arts pro-
jects, inner-city cultural centers, and other groups of this nature. Such
arts organizations supplement the formal school program in a voluntary set-

ting.

Adults in various rehabilitation programs ,
in sheltered workshops , day

activities in penal institutions
,

or day release—must have these exper-

iences which give them identity, self-esteem, and vocational options.

Child abuse victims find emotional release through drawings to be non-

threatening (Stember 1967, 1977). Art therapy can also be used to identify
potentially abusing mothers.

THE ENVIRONMENT

The physical environment of our cities and institutions is a constant

structure within which we arrange our lives, \lhen this structure is sup-

portive, agreeing with our behavior patterns, allowing fullest expression of

our human behavioral repertory, then the health of our social, cultural,

and individual lives may be enhanced.

Dysfunctional environments, whether on the large scale of a city, or on

the smaller scale of institutions and housing, may seriously inhibit, dis-

tort, or threaten general emotional health.
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We underscore the need for environmental planning which is based on an
understanding of human requirements. Social, psychological, and cultural
factors must be researched and evaluated with respect to human environments
in pursuit of promoting mentally healthful conditions. Architectural design
and planning which is responsive and supportive of human need can vastly im-
prove the quality of contemporary urban and institutional life.

Many public arts projects (historic preservation, community museums
and arts centers) which call upon the resources of the community contribute
to cohesion and vitality. A commissioned fountain for a hotel plaza in San
Francisco is such an example. Its architect and artisan envisioned this
fountain-sculpture as telling the visual story of San Francisco. Neighbors,
friends, and family of the artist made sections of the fountain in "baker’s
dough." It was later cast in bronze to become part of the fountain. The
artist, Ruth Asawa, states:

. . . This kind of activity has to be recreated to bring families
and communities together ... I thought it was a great opportunity
to show how group skills could be used to make something that peo-
ple usually think of as high art—one product from one person’s
mind and hands (Woodbridge 1973)

.

The final product was a map depicting the participants’ pride and image
of their city.

Urban housing developments promote the building of high-rise apartment
units which have often destroyed whole neighborhoods, creating vertical con-
crete structures with no sense of either history or community. The elderly
and the very young are the most affected in these settings, being dependent
on faulty evaluators, having inadequate outdoor spaces, and lacking many
opportunities for socializing, interaction, and creating a sense of com-
munity spirit. Scandinavian (Nilson 1977) and American studies (Cooper
1974) document that the child’s ability to use the outdoors is distinctly
less in a high-rise than in a building three stories or less. There is a

decrease in outdoor playtime with mothers and children that corresponds to

the height of the building. Children’s play areas must be considered in
housing developments, with appropriate play opportunities designed for the

very young child with comfortable and inviting places for their parents and

"hanging out" places for older children needing more autonomy (Ladd 1974)

.

Not only can architects and environmental designers modify housing so

that it is more conducive to mental health but individuals can be encouraged
to enhance their own neighborhood environment. Opportunity to make small
but crucial environmental changes is necessary— the playground built by par-
ent and child and the community gardens are a source of pride and speak to

the "joy in being part of a cause."

School boards which employ architectural designers to plan school fac-

ilities need to be aware of the environmental hazards to mental health.

Sterile atmospheres that are conducive to sensory deprivation (resulting in

apathy and a sense of depersonalization) must be avoided. In-service educa-

tion can teach staff to assess the effect of the constructed environment
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on individuals and programs and to adapt environments which relate to the
curriculum. Through the National Endowment for the Arts’ "artists in the
schools" program and CETA funding, artists are starting to adapt existing
school environments into exciting, creative places in which to learn.
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THE ARTS AND MENTAL ILLNESS

The emotionally ill are terribly lonely and often bewildered because
their language is so private and idiosyncratic that it shuts off rather than
promotes communication. Often the motive for their behavior is unknown to

them. No approach, artistic or otherwise, is of much avail unless the mean-
ing of emotional blocks and motives is made conscious through individualized
forms of psychotherapy. Only then can the emotionally ill open up to en-
riching life experiences and more social approaches to others.

The mental health literature offers a number of case histories (Chace
and Bunney 1975; Erikson 1976; Kramer 1971; Meares 1958; Milner 1969) which
illustrate that work in the arts and arts therapies played an observably im-

portant role in the recovery of the mentally ill. We now consider:

• The contribution of the arts to the treatment and understanding of

the mentally ill

• The mechanisms by which art reaches the nonverbal patient

• The treatment setting, the arts continuum

• The arts therapists as primary therapists

• The artist as teacher

• The occupational therapist

• Less restrictive settings

• Arts organizations and community services

• The effects of the built environment on mental illness

The Contributions of the Arts to the Treatment of Mental Illness

The arts become therapeutic for the mentally ill by:

• Complementing the verbal, and interpretive therapeutic approach with
an active handling of media,

• Revealing neglected aspects of the patient’s personality and creative
potential

,

• Adding impetus to the integrative and healing functions of the ego,

• Opening new avenues for continuing education and growth,

• Providing opportunity for relating to productive artist/craftspersons
as models for identification.
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• Giving a way of communicating to those who are nonverbal, mute, or
inarticulate.

The Mechanisms for Reaching the Mentally 111

The causes and expressions of mental illness are many and varied. Some
are organic, while others are intrapsychic. Humans express themselves pre-
dominantly through one or more combinations of only four different modali-
ties:

1. Through bodily symptoms (somatic), a way of remembering very early
preverbal traumas, such as severe deficiencies in mothering in the first two
years of life.

2. Through action and behavior—which can be rational, realistic, in-
hibited, destructive, rebellious, psychopathic, or attempts at integrations
through precise actualizations and dramatizations. These are all ways of

expressing what can only be privately remembered by repetitive action while
the real meaning eludes the patient.

3. Through emotions—be they appropriate, inhibited, or affective
storms, lasting anxiety, depressions, hysterical fits, guilt or a myriad of

others

.

4.

Through thoughts and words—active or inhibited intellectual abil-
ity, ruminative trains of thought, obsessions, intellec tualization, again
tentative by anachronistic attempts at mastery through fantasies and the
vagaries of imagination.

Usually any human expression is a complex composite of all these modes
and qualities. For example, a thought has a potential for action, an urge
to do something, and evokes some feelings, while any of those elements might
be conscious or unconscious. Each individual possesses a style which favors
one mode or combination of modes over the others. A most essential psycho-
therapeutic principle is to approach patients in their own style and in the

modality they favor.

Contribution to the Understanding of Mental Illness

Many manifestations of emotional disturbances, because they are motiva-
ted by unconscious forces, bear various characteristics of the primary pro-
cess which is basic to symptom formation. Primary process uses many complex
symbols. A symbol can stand for the whole or the whole for a part. Dis-
placement of meaning or affect to something else is another psychic process.
Condensation, yet another process whereby phenomena which have a common de-
nominator or quality (usually a similar feeling) are telescoped into one, is

also manifest in the emotionally ill. Symbolic thought or action is always
meaningful

.

The symbols of art (be they visual, plastic, "action-dependent" like

dance, or "word-dependent" like poetry) use similar processes. But the
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artistic symbols are organized and presented in a manner which creates pre-
dictable emotions and esthetic feelings in others, at the same time allowing
the onlookers, reader, or listener to vicariously enjoy and even suffer and
to express him or herself by identification through an artistic experience.

The arts therefore offer the emotionally ill a public, social language
that can be understood because the arts have many elements in common with
modes of expression used by those who are disturbed. These closed off peo-
ple are given a chance to reestablish communications and to move from vicar-
ious participation to active involvement.

For this reason, the arts have been used more and more in treatment for

they give the hope that the psychic disorder within an individual has a

meaning and can perhaps be reordered and mastered, a huge step toward re-
covery. Artistic activity under the guidance of arts therapists or artists
helps one gain much needed self-esteem while allowing the translation of

emotional and intellectual progress achieved through other forms of therapy
into tangible action.

A word of caution may be necessary. History has repeatedly shown that
human beings often look for simple solutions to large problems, be they
social, political, or psychological. We have seen great hopes raised by
unrealistic expectations about hypnosis and catharsis, dynamic psychother-
apy, and psychoanalysis. When these techniques failed to provide all the
answers, then those hopes were transferred to newer techniques, behavior
modification and group approaches in community mental health settings. A-
bove all, we wish to avoid giving the impression that the arts and the arts
therapies are the new panacea which is about to solve all the problems of

mental Illness. But we do see the arts as one aspect of the armamentar-
ium to be used against mental illness, an aspect that has been heretofore
largely unrecognized.

The psychiatrist, the psychologist, the social worker, the occupa-
tional therapist, the nurse, and psychoanalyst (the six traditional mental
health professionals) can do very little with patients who cannot or refuse
to express themselves. The arts have not been sufficiently used to under-
stand, let alone treat the patient. With a few exceptions, training in art
and symbolism is not part of the curriculum of mental health professionals.
Yet it is tantamount to expecting a child therapist to treat a child, with-
out training in play therapy. Imagine asking a four-year-old suffering from
obsessive thoughts and rituals to sit down quietly, face to face, with a

stranger, and rationally explain why he must compulsively touch every door
knob or avoid looking at knives

.

For the primary training of the six traditional mental health pro-
fessionals, we would recommend that:

The "language" and methods of artists, the arts therapists,
and environmental designers should be included in the train-
ing of other mental health professionals (for example, psy-
chiatrists, psychologists, psychoanalysts, social workers,
nurses, and occupational therapists).
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Specifically, this applies to nonverbal patients and children, for
whom the arts offer a nonverbal expression of feelings often too painful or
difficult to express in words. This training should be given by profession-
al artists and arts educators, arts therapists and environmental designers
in medical schools and/or in graduate professional programs.

THE TREATMENT SETTING

The Arts Continuum and the Treatment Team

Arts activities exist on a continuum, which extends from the inherent-
ly healing, integrative aspects of the creative process, to events in which
the arts are used for understanding, diagnosis, and therapy (Naumburg
1966) . Whether the emphasis is relatively greater on the arts as healing
or on their use as a therapeutic tool, it is vital that the creative freedom
of the participants be respected. It is also essential that every setting
in which the arts are used to help provides options among and within the
various arts modalities. However, the arts are powerful tools, which re-
lease as well as capture intense affective states. Anyone using the arts
for healing must combine a competency in his art form, with an equally pro-
found sensitivity to the human beings with whom he is sharing It and to in-

ternal or unspoken messages.

The arts professional has an important role on the mental health team,
useful for many, perhaps essential for some types of patients. The concept
of the treatment team reinforces the fact that the "whole patient" is to be
dealt with. Whatever methods are indicated for that particular person (psy-
chotherapy, drugs, group, family, social, arts therapies, arts activities, or

occupational or play therapy), we know full well that hardly ever will just
one of these approaches suffice. Only a team approach using the proper com-
bination of several modes, can help patients understand themselves and

eventually be mobilized towards healthier solutions. However, when we say a

combination of approaches is needed, we do not advocate imposing any or all

approaches on patients. Patients have a vital role to play in treatment
planning, and should have the freedom to make choices among the various
types of treatment and activities made available.

Ideally, we visualize a program offering a variety of arts activities
and arts therapies, staffed by a complementary team consisting of mental
health professionals, arts therapists and artists. These team members can
each make their special skills available so that the patient has a better

chance of first being understood and assessed, and of then being treated.

The Arts Therapist as Primary Therapist

Various forms of arts therapies have developed which build on the

strengths of the clients and the skills of the artists. "The arts thera-

pist is a specialist who combines the general qualification of being a

competent artist with specialized skills in the field of psychotherapy and

education" (Kramer 1958) . These newest mental health professionals taking
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note of the positive response to the arts by "unreachable" patients, have
developed specific treatment techniques for use with a wide range of mental
illnesses

,

Many arts therapists are working as primary therapists, especially in
outpatient and other settings where manpower is at a premium.'^ In more re-
stricted settings, this work is closely coordinated with the entire treat-
ment team as individualized treatment plans are developed. Those with whom
the arts therapists work are often the underserved: the severely emotional-
ly disturbed child, the chronically regressed patient, the acutely psycho-
tic, the severely depressed—all of whom have poor response to verbal tech-
niques. Those who use words defensively often find expression through the

arts to be a way to get back in touch with feelings, a way of integrating
"intellectual insights." While not seeking to duplicate the work done by
other therapists, they are able to selectively use verbal techniques along
with creative experiences as a way of facilitating the integration process.
The focus of the work being done by specific arts therapists depends on the
particular settings and the needs of the individuals in that setting.

Persons with certain types of emotional problems or those with certain
types of mental or physical handicapping conditions often communicate more
directly through their movement patterns than through their verbalizations.

• Beth Kalish, a dance therapist who has done extensive work with au-
tistic children, has devised a movement scale for observation that
may provide early assessment of dysfunctional movement patterns of

children so that proper interventions can be made. As she states,
"The initial aim of movement therapy is to reach the autistic child
at the level where he seems to be functioning—a primitive, sensory-
motor level—and to explore with him rhythms, vocalizations, and body
actions, in an attempt to first gain his attention, and hopefully lead

to an emotional relationship and second, and equally important, to help
him form a body image" (Kalish 1968)

.

• Jay—a patient in a Maryland State Mental Hospital, incorrectly diag-
nosed as mentally retarded because of his long-standing lack of

speech, uttered his first spoken words in many months in a dance
therapy session. Work with a dance therapist over a period of time
enabled him to develop his range of movement patterns from a cata-
tonic state to a much greater body articulation and use of space
around him. These changes were noted on a movement observation
scale, rated by an objective observer. The scale also showed the
development of a responsive relationship with the therapist along
with the developing spontaneity of his movement patterns (Samuels

1972).

^In certain settings, arts therapies may also be cost-saving. For ex-
ample, to provide arts therapies to 100 patients per week, it would cost
approximately $920 for individual sessions, and $250 for group sessions.
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Sandel and Johnson (1973-1974) showed that for regressed patients
hospitalized at Yale Psychiatric Institute, dance therapy was the
first mode of entry into the hospital community. Their studies sug-
gest that dance therapy is indicated for regressed schizophrenics
who have initial difficulty in participating in verbally oriented
treatment milieu.

Emotionally disturbed children can be reached and guided by means of

music and dance and begin relationships that can be sustained.

The film, "Looking For Me" (1970), shows a research project of dance
therapist, Janet Adler, and vividly depicts the use of movement as a means
of establishing initial contact with autistic children. This research also
demonstrates, among other things, that movement synchrony increases touch
tolerance and concomitantly decreases autistic gestures within the therapy
sessions to a statistically significant degree (Adler 1968).

Acutely psychotic patients in the psychiatric unit of a Maryland gener-
al hospital are placed in an intensive treatment area upon admission. This
special program, staffed by arts therapists, is based entirely on the use of

nonverbal approaches for the most ill and regressed patients who participate
from the first day of their admission. The arts therapists use the mater-
ials from drawing, sculpture, and dance therapy sessions to understand, re-
assure, and comfort the patients.

Arts therapists offer a range of services, in a variety of settings.
In specialized settings, in clinics or institutions, arts therapists are
articulate members of treatment teams, planning the integration of arts ex-

periences. Within school settings, the arts therapists can consult with
teachers and special educators regarding individualized educational planning
coupled with psychological considerations.

Additionally, the arts therapist may facilitate creative events which
are not considered therapy but the process of producing a play or a painting

may have a therapeutic by product.

At St. Elizabeths Hospital in Washington, D.C., the patients produced a

revue, "Hotel St. Elizabeth" (Chace 1975), an original satire on life at

"St, Es." The entire production was initiated by the patients and written
and produced by them as a group, with the support of the dance department.

Through the group process, different roles and functions for individual

patients evolved, some taking roles on stage, and others aiding in the back-

stage work.

The Artist as Teacher

Other art professionals working in treatment settings are artists.

They do not define their work as therapy nor consider themselves thera-

pists, They provide artistic experiences without necessarily drawing the

arts themselves in the context of verbal interpretation. In addition to

arts activities programs staffed by artists, there are practicing artists
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and performers who bring concert performances, exhibits, and workshops to

the mentally ill. There are individuals who do this on their own or through
State funds or groups who sponsor such activities.

There is concern by some artists that interpretation of artistic ex-
pression in the arts increases the self-conscious and self-diagnostic pre-
occupation of the participant at the expense of an integrated experience of

the art fom itself. Some spontenaity and experimentation may be sacrificed
and the special quality of the relationship between the artist and the stu-
dent may be lost when the student is being evaluated.

Focus on the art medium permits a mutual sharing and exploring of the

process which makes the medium pliable to the expressive needs of the stu-
dent, When the process is genuinely followed by both teacher and pupil the

resulting production will also be significant for its intrinsic integrity.

The arts, if presented in a setting of their own under the supervision
and guidance of the creative professional, can provide the necessary oppor-
tunity for their inherent healing power to support the innate strengths and

integrity of the patient. If such a healing experience is made possible, it

is also possible for the patient to carry the knowledge and strengths gained
from the creative experience into the life he will take up outside the hos-
pital, Arts activities can remain a lifelong source of development and
growth.

Young persons who "break down" during that period of their lives when
their future direction is still very unclear are in special danger in an in-
stitutional setting of settling for the "patient identity." These are those
patients who become the chronic returners into the psychiatric hospital. It

is of great importance that individuals in these settings be in the presence
of creative professionals who can offer themselves as identification models.

If patients are freely allowed to experiment with various art media,
they may have the opportunity to discover hitherto unknown potentials which
may provide strength for further recovery and growth.

The following examples of artists’ involvement with patients came from
the comprehensive activities program at Austin Riggs. The program included
a workshop, a painting studio, a clay studio, a drama program, and a nursery
school (partly staffed by patients) which provided child care for people in
the community,

• C, has been consistently taking part in the nursery school program,
playing, singing and dancing with the group. Her spontaneous rela-
tionship with the children is surprising, since she herself has re-
mained isolated from peers and adults.

The nursery school provided the bridge for C. while she was here.

It was a place where she could make use of thinking and ideas,

which she certainly did later, in which she could be original and

creative and yet at the same time have a most simple, uncompli-
cated, meaningful warm interchange with children. This was some-

thing she simply never had experienced and certainly didn’t know
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how to do it with her peers or adults. What totally surprised me was
that the nursery school was such a source of emotional support, feeding,
and nurturance for C. in a most unusual kind of way as well as a source
of learning (Psychotherapist comment).

• The psychiatrist of B. comments:

For B. becoming a potter was life-saving. When she became involved
in the activities program, she had not the slightest conscious
awareness that she had the interest or talent to become a potter.

The professionalism of the teachers and the nonjudgmental , supportive
environment of the shop provides an atmosphere for patients to explore their
potential. There is an opportunity to become involved without promising a

commitmejit. It was in this environment that B. found pottery. She has
since become a master potter.

^

B. said about her artist/craftsman instructor:

I wanted to learn what I could see that he knew, it was love of

materials—the V7ay he handled and talked about wood, silver, film,

clay—and it was the excitement he felt in making things. I wan-
ted to feel it too.

• It’s a rainy day, and the shop is full. Suddenly P. calls out,

"Hey, look at what I made." People turn to look, and he holds
up a chessboard which had been his focus of work for some time.

It is carefully constructed and finished with attention to the

quality of the wood and the contrasts in the pattern. There are
murmurs and glances of approval, and some patients move in for a

closer look. P’s pleasure and pride are contagious and shared

by everyone in the shop according to their various capacities to

empathize with accomplishment and hope.

I never made anything with my hands before I came to Riggs (patient)

.

• D. has been working sporadically in the studio, producing many
paintings. They are a secret and shared only with the painter
who is her instructor. We are about to hang an exhibit and her
teacher, who thinks her painting—much of which consists of mere
fragments—has valid, fine qualities, asks if she won’t allow
some of her work to be hung. She refuses but finally agrees that

he may mat and place a few, only they are to remain unsigned. A
group is selected, placed together in a corner by themselves.
The visitors to the exhibit are surprised and impressed, and

word gets back to D., who has been convinced that both she and

her work are a failure and hopeless, and has not seen the show.

Finally, her curiosity and the stimulus of the response encour-
aged a visit to the shop. (Both teacher and psychiatrist agree

that this experience was a turning point in her recovery.)

Painting, at times, was the only light in what seemed a very dark
journey (patient).

ARTS 38



1963

The Occupational Therapist

In addition to the arts professionals, the occupational therapist’s
commitment to the activity process in treatment has been a long one, based
on the recognition that activities related to the developmental needs, life-
style and interests of the individual are primary agents for learning and
developing and are an essential source of satisfaction. This principle is

germaine to the use of creative-expressive activities as it is to the use of

self-care, vocational and socialization activities (AOTA 1977a). While en-
gaged in such activities, the individual develops perceptual, motor and cog-
nitive skills and learns interpersonal and social skills. The skilled and
trained occupational therapist selectively utilizes the many dimensions of

the activity process in modifying behavior and improving independent func-
tion of the patient. This is habilitation or in some cases rehabilitation,
to experience and then learn those functional skills which are necessary to

exist outside the institution. Although one of the routes to functional
performance is the skills which the creative-expressive experience helps to

foster, the occupational therapist may or may not utilize the arts within
the broad spectrum of activities available, as described in the occupational
therapy literature (AOTA 1977b)

.

An example of collaborative activity with occupational therapists and

arts therapists is described by Zukmann, ATR and Scott, OTR in their joint
paper, "A Picture is Worth a. Thousand Words: Development of an Art Show
Group and a System of Measuring Responses to Treatment" (1977)

.

THE LESS RESTRICTIVE SETTING—COMMUNITY OPTIONS

Children and adults are re-entering our communities from custodial in-
stitutions and are being mainstreamed into educational settings, residential
settings, and v7ork places. The 504 Guidelines of the Rehabilitation Act, PL
94-142, and recent Supreme Court rulings on the rights to treatment in the

least restrictive settings affirm the rights of these individuals to full
educational and work opportunities. These deinstitutionalized individuals
have been up until now the most underserved population in the mental health
service delivery system.

Because of the trend toward getting patients back into the community as

soon as possible, there are vast numbers of persons entering a world which
may not be ready for them, a world in which the stigma of mental illness or

obvious retardation often precludes an easy transition.

In large urban centers, there is no tangible community in which these
individuals can become a part. They may live in rooming houses, board and

care homes, halfway houses, supervised apartments, or group homes. Services
vary greatly. There are few community health systems ready to provide the

network of support needed. In many systems there are some preparatory
transitional programs for patients leaving a total care situation.

In institutions, community mental health centers, and other mental
health facilities where artists, arts therapists, and occupational thera-
pists work, artistic skills, activities skills, and other coping skills are
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being taught to give clients organizational skills, self-esteem, task orien-
tation training as well as the other skills mentioned in this report. Thus,
promoting the arts activities along with community orientation programs gives
patients skills to aid them in the transition into the community.

At Mt. Sinai Hospital in New York City, through a program called
"Imagination Workshop," the most regressed patients on the psychiatric ward
were able to produce full length plays (writing, casting, costumes, sets)
(Goodman and Prosperi 1976). The doctors working with the pla30«n:ight and
the actress who conduct this workshop see this program as reaching patients
who were virtually given up on by the other therapists. Many patients who
had left the institution have used the skills taught in this workshop to

cope with later crises or stressful situations.

Another arts experience which has important implications for transi-
tions into less restrictive settings involves environmental design. In sev-
eral institutions, artists/designers are working with staff and clients to

plan activities which are both expressive and practical. Personalizing the

physical setting through the creation of simply made props is a strategy for

expanding the curriculum in narrowly focused rehabilitation programs as well
as enhancing and humanizing spaces.

Handmade storage systems, personal calendars, painted furniture and
functional clay artifacts are all aesthetic products which involve the de-
velopment of useful skills and affirm self-identity (Ostroff 1977)

.

For clients and staff the creation of places and things is a shared ex-
perience. When clients live in more private community homes, these environ-
mental adaptive skills may be used again. Community based arts resource
teams would provide support services to sustain those personal efforts.

In addition, arts therapists and artists are involved with many pa-
tients through outreach programs of the community mental health centers pro-

gram. They work with families who have children, spouses who have had or do

have emotional problems in prison settings and drug abuse centers, as well

as in halfway houses and in nursing homes. Through the arts, families can

be taught to use nonverbal communication to maintain communication and con-

structively relate to the mentally ill or retarded family member. Arts
activities provide a way to look at the nonverbal expressions of the dynam-
ics and communication patterns of a family. Nonverbal experience cuts

through generation barriers and eliminates verbal distortion. It provides
a common base for all family members to participate. The creative arts

therapist is often able to diagnose the sources of stress and problems in

family relationships through family arts evaluations and movement observa-
tions, identifying the communication patterns as they truly exist.

Another area deserving increased attention is that of substance abuse,

effectively treating alcoholics and drug addicts as they experience severe

but short term elation coupled with equally severe and short term despair.

Most substance abusers share the difficulty of not being able to relax their

bodies. Tension blocks their ability to cope with the changes their bodies

experience. In these circumstances, the arts therapies and arts activities

offered provide the substance abuser with an outlet to rechannel his/her
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physical energy to an appropriate end. At the same time, they offer an al-
ternative means of self-expression that is enjoyable, rewarding, and heal-
ing.

Arts Organizations and Community Services

Perhaps one of the most misunderstood areas of community service pro-
gramming is the role professional arts organizations play or could play in

the fabric of services designed to maintain a community’s physical and men-
tal health. Some specific examples might help identify some unexpected ways
in which the arts professional sometimes functions in the mental health con-
tinuum in the community setting.

The Inner-City Cultural Center in Los Angeles, California is an 11-

year-old community based professional arts organization typical in many ways
of such organizations existing in many urban settings in this country. The
cases cited below are not unique. They are examples of individuals in dis-
tress who were and are still being served by contact with such an organiza-
tion. In each case, no other kind of service had proved effective. One
failure has been included among four examples.

• Mary—a college graduate with a Master’s degree and a white daughter
of a highly successful government official. She is on welfare as
permanently disabled. At point of contact with ICCC, Mary was on
the verge of being rehospitalized for the third time. She stumbled
into ICCC following an unsatisfactory attempt to secure help from a

suicide prevention center which was located across the street from
ICCC.

•"Doc"—a middle-aged black man, an ex-musician (the son of a well-
known jazz musician) and an alcoholic. "Doc" was in a halfway house
located near ICCC at the time of his initial encounter with the cen-
ter. He sought refuge because he was fleeing from a gang of youths
whom he had just "insulted." He still wore bandages on his head and
face, due to wounds he had received at the hands of other residents
of the halfway house. His head wound was so severe that it required
36 stitches.

• "The 20th Street Gang"—a core of about 14 youths ranging in age
from 9-16 years. The group is ethnically mixed (8 Black, 4 Chicano,
and 2 Asians, both of mixed parentage). The gang also boasts a no-
torious female auxiliary with a reputation for cruelty in dealing
with the gang’s "enemies." Contact has been regular between the 20th
Street Gang and ICCC since the Center’s inception. Heightened con-
tact resulted from an appeal by a gang member’s sister for the Cen-
ter’s staff to use its influence to stave off an impending war be-
tween the "20th Street Gang" and the "Mareng Street Gang." One fatal

shooting had already occurred.

• Lorenzo—a young black man, mid-twenties, aspiring artist (painter),

regular user of pills, grass, cocaine, angel dust, and prescribed
medication. Lorenzo was a regular visitor to the Center.
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In each of the above cases, the individuals involved came to ICCC vol-
untarily seeking help for problems which, according to their perception,
other agencies in the community were unable to solve. These persons chose
an arts organization whose principle business is presumably to produce per-
formance events, whose staff is composed not of workers trained to cope with
severe dysfunction but of artists whose principle concern must be the
fection of their craft, the honing of that tool which enables them to
an audience ^s attention for a given limited span of time. We suggest
ble reasons for this choice:

• Visibility in the community
• Accessibility
• Nonthreatening (not part of bureaucracy)
• Flamboyance
• Discipline (of artists)
• Service commitment of center (to audience)
• Illusion and magic
• Nonverbal content of activities
• Nonproselytizing (nonjudgmental)

This particular organization dealt with the four cases in the following
manner

:

Mary . It was learned Mary had at one time had an interest in playing
the flute. A flutist was needed to accompany one of the Center ^s dance
classes. Mary became convinced it was something she might try. She is now
studying the flute regularly and has discovered that she has a strong abil-
ity in the area of music-copying.

''Doc" . "Doc" was discovered to be an incredible resource person. He
had known many "jazz greats,” and had a hidden collection of photographs and
old records. From an eccentric he has become a well-known and highly re-
spected neighborhood resident to whom other residents point with pride.

"20th Street Gang" . The method used to ward off the war was to organ-
ize a "talent night.” The rules were that there would be two first, second,

and third place winners—one from each gang. The event would be judged by
professionals with help from an impartial audience. The two first place
winners would each win a 2-week professional engagement at ICCC's small
night club, plus a year of training. Other prizes were donated by local

businesses. The event was organized entirely by the two gangs and auxil-
iaries under professional supervision.

Lorenzo . It became clear at an early stage that Lorenzo was unmanage-
able from the Center's point of view. His frequent violent outbursts were a

sufficient warning of impending trouble. Appeals to other agencies includ-
ing the police were ineffective. Discussions with his therapist were not

helpful. While under severe distress, Lorenzo knifed a staff member and at-
tempted to rape a female student.

Reflecting the outcomes of the cases mentioned above, a means must be

found to encourage local service agencies to work more closely together,

since the contact of those who are emotionally ill or under severe emotional

per-
hold
possi-
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stress may be with several places in the community . . . and not always the
hospital or mental health center. Only by adequate funding will such on-
going cooperation be able to meet that need. Projects that address these
issues should be further studied and evaluated.

ENVIRONMENT

All the best services and manpower skills we can provide, our best ef-
forts, can be undone, defeated, if they are delivered in an inadequate, dys-
functional and emotionally disruptive physical environment. Typically, the
environments of mental hospitals, mental health centers, schools, nursing
homes, general hospitals, and prisons place their users in special jeopardy.
By environment we mean architecture, rooms, furniture, sounds, smells,
light, color, warmth, setting and all other tangible elements of the sur-
roundings to which our senses and behaviors may react.

Environmental factors that influence the balance of mental illness/men-
tal health may be briefly summarized as:

• Sensory richness through sterility
• Setting availability versus setting deprivation
• Crowding
• Cultural appropriateness or inappropriateness
• Territorial integrity or dispossession
• Valid perception by means of "clean or unclean" design

The art of institutional design directly influences patient well-being
especially for the mentally ill. There are many psychological and socio-
psychological hazards in the architectural environment of present institu-
tions to which patients in a state of crisis are unusually vulnerable. In-
stitutions offer a special set of threats which are based on their design
quality.

A typical feature of mental hospital and mental health center architec-
ture is shadowless (and therefore not form revealing) fluorescent lighting
systems which illuminate the face and skin tones unattractively (Spivack
1969) , This lighting also masks the structure and organization of the in-
terior space of the ward (Lam 1977). For the mentally ill, these visual and
other nonverbal cues are critical to their communication, even more so be-
cause while their nonverbal communication must carry an unusual informa-
tion burden (as compared to the healthy individual) their nonverbal percep-
tion and communications are often distorted and disrupted. Seemingly end-
less corridors, empty of meaningful social or personal function with repeti-
tive and identical doorways disorient the already fragmented and disoriented
patient. Corridors may dominate the therapeutic space visually, formally,
and accoustically (Spivack 1967).

Mental hospital rooms are often exceedingly drab and gloomy. They may
lack any sense of dignifying amenities such as comfortable furniture, color-
ful drapery, carpeting, plants, music, and natural daylight. Walls are
commonly covered in grim characterless "institutional colors" selected by
the maintenance staff or purchasing department without awareness of the
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color related sensation and mood effects of their choices. Windows may pro-
vide neither adequate natural light nor a larger view for these confined peo-
ple because of the interior reflectivity and image breakup from detention
screens. The design and maintenance activities of ventilation systems often
seem to propagate disgusting odors to which schizophrenics appear to be es-
pecially sensitive and which they often misperceive. Children in psychia-
tric hospitals may have only rudimentary play spaces either indoors or out-
doors .

Sensory distortions which are inherent in the design and architecture
throws the interpretation of the real environment into disquieting question
for the patient:

• Streaming light glare streaks along reflective shiny surfaces of

floors, structural tile, walls, and even metallic clad acoustic tile
ceilings. This streaming light destroys the visibility and recog-
nizability of others seen in the space, especially in the corri-
dors (Spivack 1967)

.

• Echoing small rooms sound like large halls.

• Bare seclusion rooms and padded cells are found nowhere except in men-
tal hospitals, retardation centers, jails, and prisons.

• Patients with time on their hands 16-hours-a-day find themselves de-
veloping into "pacers," walking to and fro in the dayroom or in the
corridor, because the dayroom and the hospital at large provide them
with inadequate or inappropriate behavior settings to replace that
which they have lost through their institutionalization.

The following conclusions can be reached with regard to the human im-

pact of the design of the physical environment: There is an observable im-

pact on the quality of institutional and urban life which is the direct re-
sult of the efforts of artists/designers, specifically architects. This im-

pact should be carefully anticipated and predicted in pre-design, pre-con-
struction architectural programs and should also be carefully measured in

Federally required post-construction and post-occupancy evaluation studies.

Costs of Mental Health Center Construction Compared to Effort Levels and

Costs of Evaluating These Centers

At the end of 1976, there were 576 mental health centers finished or

under construction at a cost to the Government of $261,578,391. Approximate
other costs to be included in the overall costs of these centers from pri-
vate and other sources amounted to $288,194,175. The total cost to the pub-

lic is between $549,000,000 and $550,000,000. This design and construction
effort took place between 1963 and 1976. Of these 576 projects, only 68

were evaluated. The evaluations range in quality and depth from extremely
superficial to sophisticated. There is no standard procedure for evalua-
tion, nor is there any agreement concerning the terms of evaluation. It is

therefore exceedingly difficult to draw comparative data from these studies.
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The period between 1963 and 1976 also saw the development of new methodolo-
gies for environmental and architectural evaluation and the training of new
practitioners. Therefore, as of approximately 1970, an underused potential
has existed which could have been producing a cost and error-saving data
base out of which to design nearly half of the now-existing centers. A po-
werful data base may still be developed for all future Federally funded con-
struction.

The cost of programing (the standard architectural program devoid of

behavioral data) typically amounts to no more than 1.75 percent of the to-

tal building cost. The cost of post-construction evaluation has been about
.75 percent of the building cost. With more sophisticated preprograming
(programing studies in which behavioral data predicts and specifies the
architectural program and the resulting building) and post-construction e-

valuation method now available, we can project an added 1.25 percent of the
building cost. Had all the projects constructed since 1963 been subjected
to the most sophisticated current preprograming, programing and post-con-
struction evaluation methodologies, the cost to the public would have been

$20,625,000, i.e., 3.75 percent of the total building cost. Given the cost
of the typical mental health center constructed during the cited time period
the cost of evaluation would have been under $35,000 per mental health cen-
ter. Therefore, in this 14-year period (1963-1976), the cost per year would
have been less than $1.5 million, to build a data base and prevent costly
repetition of dysfunctional and marginally functional institutional environ-
ments. We thus recommend:

Institutional settings, mental health centers, schools,
hospitals, board and care homes, halfway houses and adap-
tive re-use design projects should be the prime focus of

user needs, pre-programing study, and architectural eval-
uation. Federal regulations should require these design
process steps in any Federally funded architecture, plan-
ning and re-use projects. Pre-programing and evaluation
may be operationally linked to certificate of need re-
quirements, as well as to funding guidelines.

Implementation

Design legislation and regulations should require the architect and op-
erator together with representative users—for example, in a hospital, the

patients, technical and professional staff, lay visitors, artists, admini-
strators, maintenance personnel—to collaborate to produce a thorough and

detailed program based on the anticipated behavior of those who will ulti-
mately use the space. This program should provide the information, perfor-
mance specifications, and data out of which the architect’s design evolves.

Funds should be provided to cover both programing and e-

valuation in the original design contract to assure
their successful performance. All such projects should

require post-construction evaluation based upon the same

criteria expressed in the original design program. Fed-

erally supported design and construction projects should
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also include funds to facilitate post-construction, post-
evaluation adjustments and modifications to the buildings
which may result from evaluation findings.

The evaluation should be performed in concert by the architects, the
clients, the owners, and with the consultation and guidance of a specialist
in environmental and behavioral evaluation. These evaluations should be
made publicly available. Architects should be protected and held financial-
ly harmless from the findings of evaluation studies where their buildings
meet program requirements and relevant codes, provided they meet "State of

Art" levels of performance.

Government funds to schools of design and architecture
should stress the need for and support of innovative
course work on human behavior and environments, programing,
and evaluation to encourage the training of qualified
specialist programers and designers in these areas.

Information gathered in architectural programing and arch-
itectural evaluation should be responsibly handled in an
information storage and retrieval system, a national data
bank (implemented by an appropriate agency) similar to

the National Library of Medicine’s MEDLARS system.

Regional clearinghouse functions should be established to move and
widely disseminate stored information and assist in the implementation of

goals. Library acquisition grants to universities and States could estab-

lish important local information resources.
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MMIPOWER

We have outlined the importance of the arts in the promotion of mental
health which we believe to indicate satisfactory levels of personal and com-
munity vitality. We have also outlined the importance of the arts in the
prevention of mental illness especially for those we consider "at risk" -

where such vitality is impaired, deficient, or in decline, but has not
reached a level of diagnosed mental illness. We finally have outlined the
importance of the arts in the treatment of the hospitalized mentally or emo-
tionally ill, normally considered under the classification of "mental ill-
ness .

"

We have demonstrated, in this limited review, that the arts, the arts
therapies, and environmental design are of unquestionable value in the re-
habilitation of the patient: that they complement the verbal therapies by
developing patients’ self-esteem and by helping "to maintain a strong and
purposeful image of themselves" (PCMH 1977). Artists, arts therapists, oc-
cupational therapists, and environmental designers all have vital comple-
mentary roles to play in therapeutic settings.

We have stressed the value of the arts in the transition of persons
from isolated institutions to less restricted settings, and in the commun-
ity. Furthermore, we have outlined the impact of the built environment on
mental health within the context of promotion, prevention, and treatment.

Our concern with manpower focuses around the lack of a systematic in-
clusion of these groups in the mental health service delivery system. Our
manpower concerns fall in the following areas:

• staffing and roles
• distribution
• funding options
• training for artists and arts therapists
• training using artists and arts therapists

Staffing and Roles

Our primary concern is the underutilization and wasted resources of ex-
isting arts professionals. This leads to a related concern, the need to tap

the creative potential of existing staff, especially primary care givers.

At this time, many arts professionals work in the mental health system
but in a peripheral way, in soft money positions or part time so that their
efforts are often not connected to the treatment plan for each client. Con-
currently, even the public school system still views the arts as a frill.

The arts educator, for example, is usually not included in the assessment of

children x^/ith special needs unless they initiate the involvement.

Paradoxically, there is the greatest opportunity and need at this time
for arts professionals to involve themselves more fully in mental health and

educational systems. Such efforts can help reduce the fearful and resistant
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attitudes about the mentally ill, especially the low expectation that we
have toward people who have severe emotional, mental, and physical handi-
capping conditions.

Current legislative and judicial mandates affirm equal opportunity for
this minority in health, education, work, and recreation. Limited financial
resources are becoming available, especially for education and residential
planning for persons coming out of institutional settings. In order to use
these new resources wisely, it is crucial to find a creative way of provid-
ing these services.

We submit that a comprehensive use of arts professionals is important
in meeting the goals of these new social policies. Specifically, we sup-
port the recommendation of the Preliminary Report to the President on
"...the training of professionals and others to work in community programs
and the training of State and county hospital staff to work in community
services and mental health training for primary care practitioners" (PCMH

1977). We feel that arts therapists, artists, and environmental designers
are each important in the training efforts and provision of services in the
mental health sector. Therefore, we recommend:

Initiate a task force at the Federal level, bringing to-
gether manpower experts from government agencies, espe-
cially mental health; public health; the correctional
system; along with trainers in the arts, arts therapies,
and design to investigate the role of artists in service
delivery to develop legitimate, systematic ways for artists
to be involved in mental health and human service programs.

Immediately, administrators can use existing Federal, civil service
classifications for arts specialists and provide a way for qualified artists

to work in federally funded services. We recommend:

Encourage government administrators at Federal, State and

local levels to use artists/craf tsper sons who already
qualify under existing civil service job classification
and qualification standards (Arts Specialists) as

teachers, consultants, and resource persons in all

neighborhood and human service settings which are

federally funded (to include hospitals, mental health
centers, homes for the aging, drug abuse clinics, and

correctional facilities)

.

At this time, there is no comprehensive Federal classification for arts

therapists appropriate to the specific discipline of each. Therefore, job

classifications often fall under related discipline categories, and are as

such limiting. We recommend:

The Federal Government enable more creative arts thera-
pists to work in Federally assisted facilities, such as

Veterans Administration hospitals, correctional facili-
ties, the National Institutes of Health, and St. Eliza-
beths Hospital through the establishment of civil service
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job classifications appropriate to the specific disci-
plines of art, danc e/movement , drama, and music thera-
pies .

A national survey by the arts therapy associations cites approximately
2,000 creative arts therapists registered and certified, 70 percent of whom
are working in mental health settings (e.g., both long and short term psy-
chiatric hospitals, community mental health centers, and substance abuse
clinics), 10-25 percent in other facilities (e.g., educational settings,
nursing homes, and correctional facilities), and 5-10 percent in private prac-
tice. Additionally, there are an estimated 6,000 trained arts therapists
who are not currently registered or certified.

More occupational therapists are working in conjunction with artists
and arts therapists, but figures on this type of collaborative working ar-
rangement are not yet available. (There are some programs which have been
reported that reflect this team approach.) There are presently 16,300 oc-
cupational therapists registered, 74 percent of whom are employed. Forty
percent of those employed are in mental health or related facilities. The
trend in 1977 was for occupational therapists to be working more in school
systems, community settings, and geriatric programs.

Artists who do not define themselves as therapists and who are working
in communities or institutions cannot be recorded easily. At this time,
there has not been a cataloguing of mental health related activity by art-
ists. The National Endowment for the Arts and the Educational Facilities
Laboratory (EFL) have only just begun to record this activity.

The Educational Facilities Laboratory’s Arts and Handicapped Informa-
tion Service has recently compiled several reports describing programs
staffed by artists and arts therapists in hospitals, community centers, day
care centers, nursing homes, schools, and museums. A strong point made by
the EFL report, "Arts and the Handicapped: A.n Issue of Access" (1975) is

that most of the new programs which focus on rehabilitation for clients are
sparse in number and only exist in isolated institutional settings. Arts
activities in communities are still inaccessible not only because of physi-
cal barriers but attitudinal barriers as well. We therefore recommend:

Include an art therapist, a dance/movement therapist, a

drama therapist, a music therapist, and/or an artist on
the staff of, or as a consultant to, every community men-
tal health center and other similar facilities. Include
experienced artists/craf tspersons and/or arts therapists
as staff members of human service facilities (such as
hospitals, homes for the aging, mental health settings,
drug abuse clinics, and correctional facilities) and of

educational settings as teachers, consultants, thera-
pists, and/or resource persons.

This would offer a range of artistic skills, sensibilities, and exposure
to persons in such settings.
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Distribution

The distribution of arts professionals is also a manpower issue of con-
cern to this panel. Rural populations have little access to some of the in-
novative programs mentioned throughout this report. Some models which capi-
talize on the cultural heritage of a region are described in the Rockefeller
report (1977). The arts in rural areas may be very effective in promoting
mental health and also in stimulating economic revitalization as has occur-
red in Appalachia. In other areas, arts therapists are providing clinical
services to isolated families and individuals. A West Virginia art thera-
pist describes the nonverbal therapies as part of a vocational training pro-
gram for retarded adults:

The creative arts therapies have a special relationship in rural
mental health settings .. .mentally retarded children and adults are
forced to be dependent most of their lives. This dependency can
be decreased in carefully graduated preverbal, nonverbal, and
finally verbal tasks. Movement therapy especially through its

physically expressive aspects can help them develop pre-voca-
tional skills through role playing techniques. Job satisfac-
tion can be enhanced if they are aided through creative arts
therapies to sequence and analyze tasks and adjust to the work
situation and to getting along with others." (Letter to the

Commission)

For persons in rural areas or areas where manpower is at a premium,

arts therapists and artists could make the first step at establishing con-

tact with persons in need of help.

Funding Concerns

Of tantamount importance to our discussion is the need for funding

mechanisms which provide ongoing arts services as an essential part of the

treatment plan; and, existing legislation which may fund new services and

programs. We concur with the recommendation of the President’s Commission
on Mental Health (1977) that adequate financing must be made available in

order to remove barriers to care in outpatient services.

Currently, the funds for the majority of arts programs come from a gen-

eral charge for an agency’s programs. For example, in institutions where
the arts programs are part of the milieu therapy, a daily or monthly fee in-

cludes room and board, activities, and supplies. In community mental health

programs, funds are alloted for a general program and the director or agency

head divides up the budget according to particular needs. Due to a lack of

adequate funding in some programs, interested volunteers and/or part-time
workers have been used to substitute for or to supplement full-time paid

staff. It is especially important to mention that many unpaid and part-

time staff members have been so effective in convincing their respective

agencies of their valuable contributions, that large numbers are now em-

ployed full time.
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A smaller number of agencies have applied for and received grants and
stipends for specific types of arts programs. The National Endowment for the

Arts is currently funding many programs in community settings and with "spe-
cial constituencies." Others (particularly those which are focused on re-
search) have been funded through private foundations. However, an unfortun-
ate paradox exists with regard to special grants . Since many of these pro-
grams we have outlined mix equal parts of "the arts" and "therapy" they are
often denied money from arts groups and also denied money from mental health
groups. Even those programs which lean more toward one field or another are
often denied funds. Arts agencies frequently do not fund programs with any
therapeutic components; the same is true when the situation is reversed and

mental health agencies are involved.

A trend in both inpatient and outpatient treatment settings is toward
"line" or "item" billing for services (fee-for-service billing) rendered by
professional staff. In agencies which operate in this manner, arts thera-
pies or arts activities may be specifically requested by the treatment team
or ordered by a physician and billed for separately as are other treatment
procedures. Even when prescribed by a physician, these services are inelig-
ible for reimbursement.

Special educational funds seem to be somewhat more available for spe-
cialized arts programs in communities. Although presently more funds are
being allotted specifically for arts programs in community and mental health
settings than in the past ten years, these funds are but a fraction of the
amount of money earmarked for mental health programs. Funding (not the lack
of qualified staff) remains the principal problem for the arts. Recognizing
the rigidities of present funding guidelines, v/e recommend:

Where considered part of the therapeutic regimen prescrib-
ed for the patient, the services of arts therapists and art-
ists be considered as a reimbursable service. Other funds
from private and public sources should be made available and
flexibly used for a variety of mental health programs in-
volving artistic components. They may include, but are not
limited to, the following: foundations. Medicare, Medi-
caid, State Arts Councils, CETA, Office of Education, Na-
tional Endowment for the Arts and the Humanities. Future
funding, including a national health insurance plan, should
also include these considerations.

This panel is aware that some Federal legislation now exists through
which arts therapists and artists can be funded. However, these funds are

short term, and not necessarily designated for mental health settings or for

clinical services. At the present time, there are few established programs
which incorporate arts professionals comprehensively in mental health pro-
grams .

At the Federal level, the National Endowment for the Arts’ Cultural Re-

sources Development Project is studying ways in which Federal programs such
as CETA, general revenue sharing, anti-recession fiscal assistance, com-
munity development, education, and law enforcement might be used more fully
in behalf of the arts. The key message in these information bulletins, is
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that there must be effective ongoing communication between cultural leaders
and agency officials in the planning and development of how the arts serve
varied purposes:

Ultimately, plans developed cooperatively have the greatest chance
of earning support. Responsible State and local officials must be
aware of the benefits that come from the arts... to create more in-
spiring communities, enhance the physical environment, and improve
the lives of youth, senior citizens, handicapped, and other special
groups" (1977 Bulletin on Federal Economic Programs and the Arts,
NEA)

.

It must be understood that the CETA funded programs are short-lived
and can only serve to introduce a program to a setting. From the inception
of a program, it is crucial that there be adequate planning to ensure the
integration of services into this funding pattern.

Some educational funds have the same limitations. Public Law 89-313
funds supplementary educational programs for children living in institu-
tions, Through this, arts programs have been added to the educational cur-
riculum in institutional settings. Yet, these programs havq not been sus-
tained for more than one year as the intent of the law is to initiate in-

novative programing but does not sustain it. This type of funding cannot
provide continuity or long range planning.

A more continuous source of funding is possible through the new Educa-
tion For All Handicapped Children Act (PL 94-142) . The arts and arts thera-
pies are recognized in the guidelines as being of special value and may be
incorporated into educational plans. For this to happen, arts educators,
special educators, and teachers will need to become articulate about the

value of the arts in human development. For the arts to become integral in

the education of children "at risk" in the public schools, there must be ex-

tensive retraining through in-service education. For the arts to be in-

cluded and funded in the Individualized Educational Plan (PL 94-142) , art

teachers must be knowledgeable in assessment and educational planning.
Therefore, we recommend:

Extensive retraining of public school personnel, espe-
cially arts educators, classroom teachers, and special
educators on the implication of multisensory learning,

the arts in development, and educational planning.

Training of Arts Therapists and Artists

We are also concerned with a range of strategies for the development of

artists and arts therapists as trained staff in clinical and community set-

tings, This involves both the primary training and retraining of existing

mental health professionals, arts therapists, and artists who want to work
in these settings. Degree or certification programs which incorporate

course work, collaborative internships, supervised field sites, and train-

ing in team efforts with clinicians and educators are necessary to prepare
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artists, arts therapists, and designers for certain types of professional
work.

The arts therapy organizations have established registration or certi-
fication standards for arts therapists. The Art Education Association has
guidelines for training of artists who will become certified public school
art teachers. In addition, there are highly qualified artist/teachers who
have not undergone this specialized, clinical, or educational training yet
who, through the skills they have developed as artists, can provide enrich-
ing therapeutic experiences. They work part time, in complementary pro-
grams in residential or day settings. In addition, there are the practic-
ing artists and performers mentioned earlier in this report who offer art-
istic experience for the mentally ill.

The Artist and Arts Therapists as Trainer

One of the least used roles for artists in the mental health system is

as trainer. Through the CETA programs of the Department of Labor, some art-
ists have had training and experience in educational and human service set-
tings, Also, through the STIP funds of the CETA program and through the Ti-
tle I work experience program there are possible mechanisms to involve pro-
fessional artists and arts therapists in the retraining of mental health and

human service professionals. These models are presently being investigated.
Under the present CETA guidelines, however, the funds are for unemployed,
virtually destitute persons. Yet there is some flexibility in the guide-
lines for these funds which may allow artists and arts therapists to work in

mental health, neighborhood, and human service settings.

Through PL 89-313, programs have been funded in mental health institu-
tions and community programs for staff training and parent support services
which use the arts for program development and design. Thus staff and par-
ents use their own creative power to enhance and improve their own working
and living space.

The new law for the Education of All Handicapped Children (PL 94-142)
will support the retraining of personnel who can use the arts and design in

providing full educational opportunity in the least restrictive environment.
Existing programs, however, are isolated and do not reflect a coherent staff
development for the role of the arts in mental health and education. They
do have in common the role of the arts professional as an integral member of

a human service and educational team. They also attend to the problems of

shifting from a custodial, institution based system to a rehabilitative,
community oriented system. Therefore, we recommend:

Include artists and arts therapists as integral members
of resource teams for consultation and training as an in-

house and outreach service of community mental health cen-
ters, able to provide staff training and support services
within the center and to community agencies, including
school systems, recreation systems, health systems, and

the court system.
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RESEARCH

Research into the benefits of the arts and into the nature of creativ-
ity as well as the connection between the arts and mental health or mental
illness is in its infancy. But already the emphasis in the growing body of
literature has changed from the simple assertion that the "arts are benefi-
cial" to "the arts are valuable due to identifiable reasons." Researchers
are studying various brain functions, the difference between left and right
brain hemisphere processes, and nonverbal communication. All of the pro-
fessions, especially the newest arts professionals who are working in men-
tal health settings, are developing a considerable body of literature.
There are a few "model outcome studies," although there is certainly need
for more.

It is worthwhile to note here that often the measurement techniques of

present statistical methodology are not enough to capture the qualitative
and affective gains made through exposure to the arts. Visual documenta-
tion of progress with patients is often much more direct and captures the
nature of the work although it is not always possible to film an artist at
work with a patient or an arts therapist at work since the measuring tool is

often obtrusive. Also, since many arts therapists and artists now work in a

treatment team, it is not always possible to relate direct gains in the pa-
tient to any one of these interventions. While few and far between, there
have been some serious attempts at the objective assessment of the effects
of arts therapy intervention (Irwin, Levy, and Shapiro 1972). Many of the

appropriate studies are being done as doctoral or masters dissertations and

are not yet part of the professional literature.

As our final option, we would wish to stress the need for adequate me-
thods of documentation of the efficacy of the role of the arts in mental
health when and where available. Evaluation of the often unmeasurable bene-
fits of experience in the arts is very difficult, but we nevertheless recom-
mend that at least:

A survey be conducted at a national level (i.e., through
an existing program at the National Institute of Mental
Health) to catalogue existing, ongoing programs in the

arts and mental health to identify effective components
and model programs. This information should be stored in

an arts/mental health clearinghouse and should be avail-
able for dissemination.

Create demonstration research projects with built-in assess-
ment components to demonstrate the effectiveness of the arts

as therapy or arts interventions in mental health related
programs in community, educational, and clinical settings.

To conclude, we reiterate our continual assumption that the arts have a

very definite but not always measurable role to play in the promotion of

mental health, the prevention and treatment of mental illness. We have seen

how artists/craf tspersons who work in the community, family, home, and edu-

cational institutions promote mental health. We have seen how environmental
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designers and facilitators can make the relationship to the constructed en-
vironment more humane and congruent with the needs and activities of persons
living, working, and playing in the community, the school system, and the

workplace.

We have seen the role that artists and arts therapists play in the pre-
vention of mental illness especially for those persons at risk for develop-
ing possible future emotional problems. And finally, we have seen how the
artists and arts therapists work in the clinical setting, be it a hospital,
community mental health center, outpatient and day facility, or other serv-
ice delivery system. Overall, the artists and the arts therapists are a

growing body of underutilized professionals who could and are making valu-
able contributions in the mental health sector. It is precisely because of

the variety of methods and mediums within which the arts professionals work
that they offer a means of achieving a personal and community vitality to

which we all strive and a potential means of restoring it to those who have
lost it through the onset of mental illness or institutionalization.
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PREFACE

This report of the Review Panel on State Mental Health Issues is

forwarded for consideration. There was a strong consensus among panel
members on these recommendations for a new governmental partnership.

In 1973, Oregon adopted a partnership between the State and counties
based upon annual plans and contracts. In its early phases, there was a

reluctance for both State and county staffs to give up the old "parent-
child" relationship. However, both State and county staffs now enjoy a

much more stable, rational system. The level of trust has increased
markedly, and there has been a dramatic growth in program. Both the
legislators and county commissioners like the system.

A note of caution; Performance contracts can merely be project grants
in disguise. To create a structure for an equal partnership, all these
elements must be included—performance contracts, annual plans, and con-

stituency councils.
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SUMMARY

A new structure for intergovernmental relationships is called for in the
delivery of services to mentally disabled persons in the United States.

Present patterns of service have been plagued by a significant degree of
confusion and mistrust between the three levels of government involved

—

Federal, State, and local. Equal participation among these levels does not
now exist as it relates to the provision of services for the mentally dis™
abled. Services to the mentally disabled have been delivered, not within a
system, but in a fragmented manner.

A substantial cause of the fragmentation is the present fractured
funding relationship.

Funding of services between the three governmental levels has tended to

follow outmoded mechanisms built on categorical "project," "formula," or
"block" grants. All three of these mechanisms perpetuate the confusion and
mistruct. A principal fault in the mechanisms is that they foster a "parent-
child" relationship. They do not encourage an equal partnership among
governments. One is always dominant over the other.

"Project," "formula," and "block" funding relationships are defective
because one government represents an "authority" and another a "dependent;"
levels of elected government are frequently bypassed; more skilled, better
organized, and sometimes the more affluent programs are favored; funding is

often subject to political manipulation; and funding flows in "reaction" to

problems, not in consonance with a long-range plan.

The Review Panel on State Mental Health Issues proposes a remedy for the

foregoing by recommending a new, operating relationship between the three

levels of government that will encourage evolution of a rational delivery
system of services to the mentally disabled.

In the interest of meeting fully the rights and needs of the mentally
disabled, it is imperative that the three levels of government acknowledge
each other as equal partners in the national service delivery effort.

These premises form the basis for the recommendations that follow:

1. Services to the mentally disabled now flow from a complex of health,

social, and educational programs, involving public and private providers.

2. The three levels of government are all involved in planning, pro-

viding, and monitoring these services.

It is proposed, therefore, that a new intergovernmental relationship
be established, built upon performance contracts .

Annual performance contracts should be developed between Federal and

State governments and State and local governments, providing equal partners
with ongoing mechanisms for defining functions and responsibilities.
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establishing time lines, and guaranteeing accountability in delivery services
to mentally disabled.

With such contractual arrangements, the three levels of government can be
involved in setting the performance standards and criteria against which they
will be evaluated. The setting of these standards will assure responsiveness
to differing needs and characteristics. Such a contractual system will obvi-
ate the need for prescriptive regulation and bureaucratic redtape in favor of

needs assessment, performance standards, and outcome measurements.

The contractual system requires:

1. Development of comprehensive plans at Federal, State, and local
levels

.

2. Mental Disability Constituency Councils for all levels to partici-
pate in policy development and setting of priorities.

Comprehensive Mental Health Plans should be developed annually at all
three levels of government. These plans must include mental health compo-
nents of health, social, and educational services plans, thus reflecting all
programs for the mentally disabled.

Federal, State, and local mental health agencies should annually approve
and consolidate modules of mental health plans that are contained in health,
social, and educational plans. This will more logically bring all available
resources to bear on mental health problems.

These integrated plans should be negotiated between local and State,
and State and Federal agencies so that all subsequent decisions each year,
as outlined in the performance contracts, will be based upon these plans.

Mental Disability Constituency Councils should be established at Federal
and State levels. Members of the councils would be nominated by the constit-
uencies and appointed by the chief executive officer. The councils would
provide a mechanism for local involvement at the State level and State and
local involvement at the Federal level in developing policy and establishing
priorities

.

An early task of each council would be the establishment of guidelines
for the contracting process.
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REPORT

State governments have been in the unique position of experiencing
their relationship to the Federal Government as a child to a parent, while
simultaneously experiencing their relationship to local governments as
parent to child. Mechanisms are proposed that are designed to create adult-
adult relationships.

The service delivery system is, and should continue to be, a joint
endeavor of the Federal Government, State government, local government,
voluntary agencies, private practitioners, and facilities. The list of
direct providers includes Federal hospitals, the Veterans Administration,
State hospitals, private and community hospitals, community mental health
centers, private practitioners, and many others. Other agencies, including
educational systems, social service, housing, welfare agencies, and voca-
tional rehabilitation programs, assist in the care and recovery of mentally
disabled persons. In addition to providing services, these organizations
also plan for, and evaluate, services.

However, there is a need to clarify and strengthen the working relation-
ships among these Federal, State, and local mental health organizations.
There is a need to develop mechanisms that will allow and encourage ongoing
consultation and participation by all parties in the planning and implementa-
tion of a coherent, comprehensive mental health system. This clarification
must occur over time. A structure is proposed that would encourage resolu-
tion of differences and clarification of functions at Federal, State, and
local levels. Any modification must recognize local differences and retain
a local focus in the direct delivery of service.

A structure is now needed that redefines relationships and permits
Federal, State, and local mental health planners and providers to meet on an

equal footing, to share and expand the information base, and to develop
sound public policy that facilitates the matching of evident needs and de-
livery of services. This structure and process, to be effective must promote
trust, not only among the several levels of governments, but between the
mental health system itself and the public. To the extent that these are
shared concerns, there can be a common information base and a common lan-
guage for conflict resolution. Each governmental level has differing sanc-
tions and mandates particular to each relevant aggregate of the electorate.
Thus, Federal, State, and local governments approach the mental health area
with varying concerns, but with similar functional responsibilities. A
structural solution is needed to help realize a rational whole—a national
mental health strategy.

The following represents one possible structural solution.

PERFORMANCE CONTRACTS

A necessary fundamental change should be the establishment of a con-
tracting mechanism that would be utilized at each intergovernmental interface
involving an exchange of funding, and the contract itself should provide a

vehicle for the expression of expectations and responsibilities assumed by
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equal partners. From the Federal side, the plan of work referenced by the

contract would be the particularization of the national plan for mental dis-
abilities with regard to the State involved, which provides a commitment of

dollar allotments, technical assistance, quality assurance, and other
obligations

.

On the part of the State, the referenced work plan would consist of

spelling out those portions of the State mental disabilities plan that

committed the State qualitatively and quantitatively to address national
mental disability objectives and priorities. These contracts should clearly
spell out performance expectations of the Federal and State governments and
the means by which they will meet those performance expectations. Contract
monitoring, then, would take the form of reviewing compliance with work
plans for meeting performance objectives.

An example of how the contracting mechanism could be used to solve a

problem or implement a national policy or priority follows.

An issue, such as preventing inappropriate admissions to State mental
hospitals, could be surfaced at any level of government and discussed by the

policy groups. A national policy statement could be issued by the national
policy group. The statement might be something like: "Inappropriate admis-
sions to State hospitals should be prevented by developing alernative treat-
ment programs in counties having a high volume of admissions to state
hospitals .

"

In the next planning cycle, the counties could be asked to include such
proposed programs in their plans with specific objectives aimed at reducing
admissions to State hospitals. These plans, in turn, would be incorporated
into the State plans.

The Federal Government could then negotiate, as a part of the contract
with States, for the implementation of these programs in high admission
volume counties, utilizing whatever combination of Federal, State, and local
funds would be appropriate in each case. Specific reductions in volumes of

admissions would also be negotiated, and outcome could be monitored against
them.

Two major advantages of the contracting procedure are the capacity to

permit individual State variation in means and mechanisms while uniformly
fulfilling national mental disabilities goals and objectives and the capacity
to provide a mechanism for reflecting changing State and Federal functions in
a timely fashion. These same performance contract mechanisms should be used
between State and local governments.

The contracts should specify that direct service providers be held
accountable for the development of quality assurance mechanisms, such as

independent fiscal audits, peer review, and utilization review, with the
supervising level of government monitoring compliance with standards it sets
in this regard. A high level of quality assurance should be a required
nationwide objective with the means of achievement left to local and State
standard setting.

STATE 7



1998

Objectives of limiting and restraining costs, while rewarding and
compensating effective, efficient service delivery, should be adopted.

Information for both service evaluation and fiscal monitoring should
be required in formats that are primarily useful to the program manager,
who is left appropriate options as to the level of detail most useful to
him. The needs of the successive levels of government should be met by
this required information base, but at substantially less detailed levels

NATIONAL PLANNING FOR MENTAL DISABILITIES

The national mental health authority should develop a comprehensive
national plan for mental disabilities. This authority should integrate
and require mental health planning in related areas, such as vocational
rehabilitation, education, housing, health, and social services, to be
compatible in both content and priority. Where generic mental disabilities
planning has relevance and application to such areas as aging, alcohol,
drug abuse, and children's services, the mental disabilities plan should
include review and approval by these pertinent program areas. Conflicts in
either situation should be resolved at the level of the Secretary of the
Department of Health, Education, and Welfare.

The national plan for mental disabilities should provide the basis for
budget development and allotment, as well as for setting priorities across
the board. It should commit the Federal Government to long-range and short-
range goals with quantifiable objectives, and it should carry the approval
and commitment of the Secretary.

The national plan should provide a model for comparable State plans
and, depending on funding responsibilities, for those of local service
delivery areas. All levels of planning should be based upon needs assess-
ment and a common information base that is generalized or detailed as appro-
priate to the particular planning level.

MENTAL DISABILITIES CONSTITUENCY COUNCILS

A National Mental Disabilities Constituency Council, staffed by the

national mental health authority and advisory to the Administrator of the

Alcohol, Drug Abuse, and Mental Health Administration, should participate
in the development of a national plan; advise on priorities within the plan
as they affect budget preparation; provide advice for, and review of, rule-

making in all related spheres covered by the plan before publication and
promulgation; and, through content-oriented, time-limited task forces, pro-

vide a process for addressing changing need or circumstances. The Council
should establish performance standards for the planning and performance-
contract process.

Four major constituencies should be represented in approximately equal

parts on such a council: (1) citizen-consumer-mental health advocacy groups,

(2) professional-institutional service delivery providers, (3) State mental
disability authorities, and (4) local governmental units; i.e., elected and

appointed local officials. Nominations to the Council should be presented
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by the relevant constituencies to the President; and appointments should be
made by the President giving consideration to the geographic, minority, and
programmatic interests represented by the collected membership of the
Council.

The States would constitute, at their levels, similar councils advisory
to the State Mental Disabilities authorities on the issue of the State plan.
State priorities. State budget, and rulemaking. Such a body would serve at

the State level in relation to the State Mental Disabilities Plan, as does
the State Health Coordinating Council in relation to the State Health Plan.
The State Mental Disabilities Council would have review and approve authority
over the mental disabilities component of the State Health Plan with the
Governor retaining review, revision, and approval authority over both plans
before their submission to he Federal level.
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EXECUTIVE SUMMARY

The Task Panel has identified significant gaps in the availability of

appropriate mental health services for mentally retarded persons and their
families. The mental health needs of mentally retarded persons are complex
yet remain unmet. Mental retardation has at times been confused with mental
illness. This confusion has led to public misunderstandings and has fostered
inappropriate professional services and administrative models. A primary
diagnosis of mental retardation does not, of course, preclude the possibility
of mental illness, nor should it disqualify individuals from receiving mental
health services and care available to the general public.

The parents of mentally retarded individuals have a long history of being
mishandled by professionals, including mental health professionals. Only in

recent years have professionals begun to recognize and appreciate the fortitude
and dedication of parents in fostering the development of appropriate services
and seeking help for their children to cope with mental health problems and
other life crises. Their needs require a special sensitivity and understand-
ing by mental health specialists as to the meaning of having a mentally re-
tarded child in the life experience. The Liaison Task Panel on Mental Retar-
dation strongly supports increased efforts to improve the delivery and acces-
sibility of mental health services for mentally retarded persons and their
families. The Task Panel wishes to place special emphasis on needed changes
in society’s perceptions and attitudes towards its mentally retarded citizens.
In addition, the Task Panel wishes to stress the pressing demands and diffi-
cult burdens placed on the families of mentally retarded persons and urges
a broad national commitment to meet the needs of these families and their
mentally retarded members.

The Task Panel presents the following options that if implemented would
benefit all mentally retarded persons and their families and fulfill an unmet
need. The policy issues and supporting rationale are found in the body of

the report.

OPTIONS

1. Utilize established organizations to implement a coor-
dinated public awareness project directed to changing
societal perceptions about individuals with mental
retardation and mental illness.

2. A locus of responsibility for program development in

the area of delivery of mental health services to

mentally retarded persons should be designated within
DREW (Department of Health, Education, and Welfare).

3. As a function of the designated agency, model programs

should be identified and supported for an extended per-

iod of time with adequate funding for evaluation research.
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4. When careful evaluation Identifies programs of proven
benefit, dissemination should be promoted among the
relevant agencies, training institutions, community
mental health centers, and State facilities.

5. Community mental health centers should have the respon-
sibility for the provision of specific mental health
services for mentally retarded persons and their families.

6. The current community mental health centers program
structure should be re-evaluated to identify specific
priorities and range of services that will strengthen
the delivery of appropriate community-based mental health
care for mentally retarded persons and their families.

7. NIMH (National Institute of Mental Health), DHEW, and
the Office of Independent Living for the Disabled of

DHUD (Department of Housing and Urban Development)
should work in conjunction with State mental health/
mental retardation departments to determine changes
needed to integrate and more effectively serve the men-
tal health care needs of mentally retarded persons and
their families in federally supported and community-
based programs.

8. Training programs in the diagnosis and treatment of men-
tal illness of mentally retarded persons should be de-
veloped for mental health professionals, to include
re-training for those already in practice.

9. Existing training programs should be expanded and new
training programs developed for human service personnel
who work with or will come in frequent contact with men-
tally retarded persons.

10. A regular and effective means of communication should be

established between those working in the fields of mental
retardation and mental health.

11. There should be available a spectrum of services which will
assist mentally retarded persons in their preparation for

adult life.

12. Federally funded citizen advocacy programs should be es-

tablished to provide education to families about the

availability of services and to help them secure these

services.

13. Citizen advocacy programs providing one-to-one helping
relationships between retarded and non-retarded persons
should be used widely as a means of helping mentally
retarded people to secure needed services.
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PREFACE

In its assessment of mental health in America, the President’s Commission
on Mental Health has recognized the value of seeking advice and assistance from
a broadly representative range of interested citizens and agencies, both public
and private, to learn their views on the issues, problems, and priorities.

Recognizing the valuable contributions and continuing dedicated efforts
made on behalf of mentally retarded persons by the President’s Committee on
Mental Retardation and the National Association of Retarded Citizens, the Com-
mission requested that these organizations submit recommendations that would
address the emotional needs of mentally retarded persons and their families
and the stress on the family unit caused by mental retardation. The organiza-
tions have submitted recommendations that can be translated into policies and
programs to improve the lives of all mentally retarded citizens. The recom-
mendations of these organizations are attached to this report as Appendix A,

A Renewed National Commitment, President’s Committee on Mental Retardation and

Appendix B, Recommendations Regarding Federal Policy Affecting Retarded Persons
and Their Families, National Association for Retarded Citizens.

The Liaison Task Panel on Mental Retardation (Task Panel) was specifically
charged with exploring the options available to meet the mental health needs of

mentally retarded persons and their families. An essential element of this
task was to assess the kind and level of mental health services being provided
and to identify the gaps in service and possible barriers to care.

With this in mind, the Task Panel asked each Coordinator of State Programs
for Mentally Retarded Persons to share their experience, knowledge, and per-
spectives in this important effort. The careful and thoughtful responses re-
ceived from the State Coordinators and the information gathered from parents
and interested citizens are reflected in the body of the Task Panel’s report.

The Liaison Task Panel on Mental Retardation recognized the concern that,

although many Federal programs which benefit mentally retarded citizens have
been enacted into law in the last decade, there remain important gaps in

services. The Task Panel agrees that many programs are in need of revision
and redirection in the areas of income support, housing, health care, educa-
tion, rehabilitation and supportive family and social services. The Task Panel
views these services as crucial to families of mentally retarded persons in as-

sisting them to better care for their children or other family members in their

own homes or close to home and in improving the quality of their lives to the

full potential. The Task Panel wishes to emphasize and support a mutual goal
of rights attainment by mentally retarded persons and the assurance of fair

treatment and acceptance in the community.
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The Mental Health Needs of Mentally Retarded Persons and Their Families

Mental retardation has received much public attention in recent years.
Although many gaps remain in the services available to mentally retarded per-
sons and their families, progress has been made in the areas of education,
training, and diagnosis. Volunteer citizens and advocacy groups have been
instrumental in fostering a better understanding of mentally retarded persons
and have encouraged their acceptance and fair treatment in the community. Yet,
the human cost of mental retardation in suffering of families is incalculable
(President’s Committee on Mental Retardation 1977).

In discussing mental retardation and family stress, Begab (1971) notes
that mental retardation is of concern to many professional disciplines, the
general public, and to the Nation as a whole, but however sincere these inter-
ests, it is first and foremost a family problem. Begab emphasizes the stresses
of retardation on the family in the problems of care and management over the
lifetime of the afflicted member, educational needs and training, and planning
for future care. Yet, despite these burdens, greater numbers of mentally re-
tarded persons are living with their families or are being supported in private
living situations close to home. The family has been and continues to be a

vital resource and, as such, has prevented or delayed costly institutionaliza-
tion for many mentally retarded persons.

Paradoxically, the parents of mentally retarded individuals have a long his-
tory of being mishandled by professionals, including mental health professionals.
They have, for example, sometimes been miscast as emotionally disturbed people
in desperate need of psychiatric care. Their sorrow for their children has
been inappropriately interpreted at times as psychopathology. Their militant
demands for improved services have been dismissed as manifestations of dis-
placed hostility. Only in recent years have professionals begun to recognize
and appreciate the fortitude and dedication of parents in fostering the devel-
opment of appropriate services and seeking help for their children to cope with
mental health problems and other life crises.

The emotional impact for parents of having a mentally retarded child can-

not be minimized. Such an experience may exacerbate basic existential anxiet-

ies in parents and may represent a mental health problem for which help is

warranted. Their needs require a special sensitivity and understanding by men-

tal health specialists as to the meaning of having a mentally retarded child in

the life experience. Greater attention must be given to these parents who are

more likely to be faced with serious and recurrent problems of living. Many
parents do need help to cope with the realistic problems of raising a retarded
child as well as their own emotional reactions to this trauma. They are not,

however, mentally ill or "disturbed." If these families are to continue to

maintain the primary responsibility for their mentally retarded member, then

full consideration must be made of the kinds of supports that are necessary to

sustain them with their heavy burden.

Mentally retarded people could be expected to be more vulnerable to frus-

trations and problems of living than are nonhandicapped persons. The vast ma-

jority are not mentally ill but they could benefit from appropriate mental
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health assistance. In general, this assistance can be most appropriately de-
livered by mental retardation professionals and others who come in frequent
contact with retarded persons. There is a need, however, to develop basic men-
tal health skills in these individuals.

A primary diagnosis of mental retardation does not, of course, preclude
the possibility of mental illness. Some retarded people are, also, mentally
ill. Their disorders may be acute or chronic, mild, or severe. Traditionally,
these people have "fallen through the cracks." They have, unfortunately, been
neglected by both mental health and mental retardation systems. Yet, this
group has unique needs which must be met. A significant gap in services for
mentally retarded persons is in the lack of appropriate and easily accessible
mental health care.

The mental health needs of mentally retarded persons are complex yet re-
main unmet. Mental retardation has at times been confused with mental illness.
This confusion has had unfortunate consequences for retarded people and their
families. It has led to public misunderstandings and has fostered inappro-
priate professional services and administrative models.

Information gathered from many of the State Coordinators indicates that
the mental health field still responds to the myth that mentally retarded per-
sons cannot and do not profit from psychotherapeutic intervention. Others re-
port that mental health professionals are generally unfamiliar with the fact
and fiction of mental retardation. In many cases, their unwillingness to treat
mentally retarded persons is attributed to their lack of knowledge and training
Mental health delivery systems for mentally retarded persons are described as

unresponsive, woefully inadequate, and often nonexistent.

There appears to be a tendency for the mentally retarded client to be
bounced back and forth between mental health and mental retardation profession-
als, with neither agency offering an adequate service delivery plan to meet the
client’s needs. Often the individual is shuffled among mental health, mental
retardation, and correctional institutions. Some States report that limited
services are available for mentally retarded persons in local community mental
health clinics. Others speak of the low priority given mentally retarded per-
sons in local clinics and the frequent referrals to State hospitals. There are

however, some treatment programs scattered across the country that are provid-
ing generic mental health services to mentally retarded persons and their fam-

ilies in the community, based on individual developmental needs. Most State
Coordinators indicated that stronger linkages between mental retardation and

mental health agencies could ensure more appropriate and coordinated services
for mentally retarded individuals.

The Liaison Task Panel on Mental Retardation strongly supports increased
efforts to improve the delivery and accessibility of mental health services
for mentally retarded persons and encourages the readiness of the American
people to accept these persons as vital human beings who possess the same emo-

tions of love, anger, fear, and frustration as do others without intellectual
impairments. The Task Panel urges a broad national commitment to meet the

mental health needs of mentally retarded persons and their families and en-

dorses the following premises:
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- Mental retardation and mental illness are separate and dis-
tinct conditions.

- Most mentally retarded persons are not mentally ill.

- Mentally retarded persons have the capacity to experience
the same full spectrum of feelings as do persons without
intellectual impairments.

- Mental illness experienced by a mentally retarded person
is as amenable to appropriate treatment as is mental ill-
ness among those not intellectually impaired.

The Task Panel is aware that their deliberations must represent only a

beginning in the efforts needed to meet the mental health needs of mentally
retarded persons and their families. In submitting this report to the Presi-
dent's Commission on Mental Health, the Task Panel presents some policy issues
and options that if implemented would benefit all mentally retarded persons and
their families and fulfill an unmet need.

POLICY ISSUES AND OPTIONS

Issue I . Changing Societal Perceptions

Mentally retarded persons who also suffer from emotional problems and men-
tal illness carry a dual burden in their effort to take their place in society.
The negative stereotyping of mentally retarded persons and the stigma often
associated with mental illness have led to misconceptions and myths and unneces-
sary barriers to care. Changing these societal perceptions and attitudes pre-

sents a challenging mandate. The task is to recognize and understand the bar-
riers created by society in preventing individuals from realizing their full

potential. The challenge is to do something about it.

OPTIONS

1. Utilize established organizations on the National, State,

and local level to implement a coordinated public aware-
ness project directed at changing societal perceptions
about individuals with mental re'tardation and mental
illness

.

(a) An essential component of campaigns directed to

change societal perceptions is the clarification
of mental illness and mental retardation as dis-
tinct and separate problems.

(b) Media attention to mobilizing community under-
standing of and support for legislation that man-

dates "integration" of mentally retarded indiv-
iduals into the mainstream of society.
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(c) A conference designed to educate representatives
of the news media, book publishers, and television
writers with the goal of changing the attitudes of
these key people who can act as catalysts in influ-
encing the perspectives of their audiences.

(d) Awareness activities can be integrated into school
curricula in all grade levels to help students ac-
quire positive responses to "mainstreaming", i.e.,
college journalism programs should be designed to

educate future writers/broadcasters/information
specialists about the constructive attitudes con-
cerning people who are "different." The stipend
program for mental health information specialists
created by the National Institute of Mental Health
could be reinstated with specific objectives aimed
at teaching its participants effective community-
based program implementation to change attitudes.

Issue II . Study of Existing Treatment Models

There must be an identification and study of mental health programs which
serve mentally retarded persons and their families, to determine the nature of

the programs, their resource requirements, and their outcomes. The results
and findings of such studies should be shared promptly with relevant private
agencies. State facilities, community mental health centers, and training
institutions

.

The data base is small. There is, however, an untapped, unanalyzed body
of clinical experience in providing mental health services to mentally retarded
persons and their families. Many of these programs are important as models.
When these promising programs are replicated, they can be designed with a

strong evaluation component.

OPTIONS

2. A locus of responsibility for program development in

the area of delivery of mental health services to the
mentally retarded should be designated within DREW.

3. As a function of the designated agency, model programs
should be identified and supported for an extended per-
iod of time with adequate funding for evaluation research.
"Seed money" or short-term projects may terminate before
meaningful evaluation could possibly occur.

4. When careful evaluation identifies programs of proven
benefit, dissemination should actively be promoted
among the relevant agencies, training institutions,
community mental health centers and State facilities.
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Issue III . Utilization of Mental Health Structures

The lack of a systematic assessment of the mental health needs of men-
tally retarded persons and their families is a basic issue and leads to a lack
of systematic, appropriate services. In addition, mental health professionals
often lack experience and expertise to deal effectively with these individuals.
While appropriate training and re-training to teach requisite skills is neces-
sary, it is important that Community Mental Health Centers shall contract with
existing providers who do possess the necessary knowledge.

Inasmuch as Community Mental Health Centers or other similar facilities
represent the least restrictive environment for many people in need of mental
health services, it is important that the capability for meeting the mental
health needs of all members of the community be developed.

OPTIONS

5. Community mental health centers should have the respon-
sibility for the provision of specific mental health
services for mentally retarded persons and their families.
Those centers which cannot meet this condition should
be responsible for reimbursing or contracting for spe-
cific services to meet the needs of these individuals.

6. The current community mental health centers program
structure should be carefully re-evaluated to identify
specific priorities and the range of services that will
strengthen the delivery of appropriate community-based
mental health care for mentally retarded persons and
their families. There are highly successful prototypes
that can be used as models for effective care.

7. NIMH, DHEW, along with the newly established Office of

Independent Living for the Disabled of DHUD, should work
in conjunction with State mental health/mental retarda-
tion departments to determine changes needed to inte-
grate and more effectively serve the mental health care
needs of mentally retarded persons and their families
in existing community-based, federally supported programs.
A central point of accountability should be established.

Issue IV . Training of Mental Health and Mental Retardation Professionals

The problems of mental retardation require a truly multidisciplinary ap-
proach, and it is thus highly inappropriate for any professional discipline to

establish itself as a management monopoly in the administration of services for

mentally retarded citizens.

Mental health professionals should be trained to provide appropriate ser-

vices to mentally retarded people who are also mentally ill. Training should
emphasize the treatability of mentally retarded persons, the use of appropri-
ate therapeutic modalities, and emphasize the importance of utilizing least
restrictive alternatives and the concept of continuity of care.
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There is a parallel need for mental retardation professionals to be
trained to deal with routine mental health needs of mentally retarded persons
who are not mentally ill but who experience problems of living and associated
anxieties. Such training should also enable these professional persons to

deal with the emotional needs of the families of mentally retarded citizens.

OPTIONS

8. Training programs in the diagnosis and treatment of
mental illness of mentally retarded persons should be
developed for mental health professionals. This should
include not only those in training, but also re- training
for those already in practice. Such programs should be
available to mental health professionals on a pre-service,
in-service, and continuing education basis.

(a) A modification of the UAF (University Affiliated
Facility) model for training mental health/mental
retardation professionals is an example of an ap-
propriate efficient vehicle for implementing this
option.

(b) Training programs should incorporate current re-
search data on the diagnosis and treatment of men-
tal illness among mentally retarded persons.

(c) Opportunity to interact with mentally retarded
persons should become an integral part of any in-
structional team in order that the professionals
can learn from these persons about their reactions
and sensitivities.

Issue V . Human Service Workers and Mentally Retarded Persons

Help-giving persons who are in frequent contact with mentally retarded
people should be offered training and supportive services in basic mental
health skills to better help mentally retarded people cope with their problems
of living.

The normal transitions from home to school to adult life can be expected
to be more difficult or traumatic for mentally retarded persons than they are
for those without intellectual impairments. It is essential that all persons
and their families have some concept of what does and does not constitute men-
tal illness among this population. Assistance in coping with normal transi-
tions may alleviate a great deal of suffering and prevent misdiagnosis of men-
tal illness. It should also facilitate recognition of abnormal reactions and

lead to appropriate referral.

OPTIONS

9. Existing training programs should be expanded and new
training programs developed for human service personnel

who work with or will come in contact with mentally
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retarded persons. Educational budgets of community
colleges should include funding to support special pro-
grams and continuing education curricula for the train-
ing and re- training of human service workers. Such
training should be individualized to meet the needs of
the trainees. At a minimum such training should include:

(a) That most mentally retarded persons are not men-
tally ill.

(b) Where appropriate, how to assist the mentally re-
tarded person in dealing with stresses which are
not manifestations of a mental illness but which
arise from living in our society.

(c) How mental illness may be manifested among mentally
retarded persons.

Issue VI . Communication Between the Fields of Mental Retardation and Mental
Health

The mental health/mental retardation professionals who are working on meet
ing the mental health needs of mentally retarded persons and their families are
often working in isolation of each other. Communication among these individ-
uals would greatly enhance the potential benefit of their work and prevent need
less duplication of effort. In addition, the development of mechanisms for

communicating effective strategies which have been successful in the fields of

mental health and/or mental retardation could positively affect care.

OPTIONS

10. There should be established regular and effective means
of communication between those working in the fields of

mental retardation and mental health. Such means of

communication may include but not be limited to news-
letters, journals, conferences, seminars, workshops,
and central registries. Federal agencies should be
charged with the funding of national interdisciplinary
conferences

.

Issue VII . Prevention of Emotional Illness Among Mentally Retarded Persons

Appropriate continuing education and supportive services for mentally re-

tarded adults can act as a way of providing ongoing socialization, recreational
and vocational experiences. Without structured activity programs after the

usual school years, mentally retarded adults may be forced to experience severe

isolation and alienation that could lead to emotional stress or disturbances
and/or mental illness.

OPTIONS

11. There should be available a spectrum of services which
will assist mentally retarded persons in their preparation
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for adult life. These would include vocational train-
ing, residential services, and other independent liv-
ing skills. Where one or more agencies is providing
services to mentally retarded persons, interagency
coordination should be required.

12. Federally funded citizen advocacy programs should be
established to provide education to families about the
availability of services and to help them to secure
these services when there are obstacles to access.
This type of service is effectively linked to case
management

.

13. Citizen advocacy programs providing one-to-one helping
relationships between retarded and non-retarded per-
sons should be used widely as a means of helping men-
tally retarded people to secure needed services.

Conclusions

The Liaison Task Panel on Mental Retardation wishes to place special em-

phasis on the needed changes in society’s perceptions and attitudes toward its

mentally retarded citizens. It is of particular importance that their rights
to appropriate treatment and services be safeguarded. A primary diagnosis of

mental retardation should not disqualify these individuals from receiving men-
tal health services and care that are available to the general public.

In addition, the Task Panel wishes to stress the pressing demands and dif-
ficult burdens placed on the families of mentally retarded persons. Assuring
that these families have adequate resources and appropriate services is both
humane and necessary. The President’s Commission on Mental Health has at this
time a unique opportunity to recommend that resources to provide and expand the
availability of appropriate mental health services for mentally retarded per-
sons and their families be given the needed consideration and priority.

MR 13



2014

ACKNOWLEDGMENTS

The Liaison Task Panel on Mental Retardation is especially grateful for
the highly competent professional support services of the staff of the Presi-
dent’s Commission on Mental Health: Beatrix A. Hamburg, M.D., Director of

Studies and Gene Broumas, Staff Liaison to the Panel.

The panel would like also to express its deep appreciation for the con-
tribution made to its work by Robert Gettings, Executive Director, National
Association of Coordinators of State Programs for the Mentally Retarded,
Arlington, Virginia. The work of the Task Panel was substantially enriched
by the contributions made by the members of the organization.

We also wish to acknowledge the invaluable assistance of the following
persons and organizations in the preparation of this report: Charles E. Acuff,
Commissioner, Mental Retardation and Developmental Disabilities, State of

Arkansas; Mary Atkinson, M.E., University of South Carolina, Columbia, South
Carolina; Alfred D. Buchmueller, President’s Committee on Mental Retardation,
Washington, D.C.; Paul Marchand, Governmental Affairs Office, National Asso-
ciation for Retarded Citizens, Washington, D.C.; Allen Menefee, President’s
Committee on Mental Retardation, Washington, D.C.; Mickey Norris, Kirkland
Correctional Institution, Columbia, South Carolina; David Ray, Human Resources,
State of Arkansas; Bette Shipman, Rock Creek Foundation, Bethesda, Maryland;
Marion P. Smith, Governmental Affairs Committee, National Association for Re-
tarded Citizens, Clearwater, Florida; Michael Smull, Rock Creek Foundation,
Bethesda, Maryland; Wade C. Wieters, Ed.D., Department of Mental Retardation,
Columbia, South Carolina; William Wilsnack, President’s Committee on Mental
Retardation, Washington, D.C.

MR 14



2015

BIBLIOGRAPHY

American Association on Mental Deficiency. Position papers of the American
Association on Mental Deficiency. Washington, D.C., the Association,
1975.

Begab, Michael J. Mental retardation and family stress. In: Menolascino,
Frank J., ed. Psychiatric Aspects of the Diagnosis and Treatment of

Mental Retardation . Seattle: Special Child Publications, Inc., 1977,

pp. 128-143.

Chalhub, Lee. "Educational Professionals - Manpower Issues: Mental Retardation
and Developmental Disabilities." Working paper prepared for the Presi-
dent's Commission on Mental Health, 1977.

Cohen, Adrian M. "Options to Meet the Mental Health Needs of Mentally Re-
tarded Persons." Working paper prepared for the President's Commission
on Mental Health, 1977.

Felliceti, D.A. Mental Health and Mental Retardation Politics . New York:
Praeger, 1975.

Katz, A. H. Parents of the Handicapped . Springfield, Illinois: Thomas, 1961.

Menolascino, Frank J. Challenges in Mental Retardation: Progressive Ideology
and Services . New York: Human Sciences Press, 1977.

National Association for Retarded Citizens. "Mental Health Services for Men-
tally Retarded People and Their Families." Working paper prepared for
the President's Commission on Mental Health, 1977.

President's Committee on Mental Retardation. "Federal Funding - Future
Initiatives." Working paper prepared for the President's Commission on

Mental Health, 1977.

President's Committee on Mental Retardation. "A Renewed National Commitment".
Appendix A, 1977.

Provitt, Evelyn, "Community Mental Health Centers: Use of Resources For Men-
tal Health Service/Treatment Needs of the Mentally Retarded". Working
paper prepared for the President's Commission on Mental Health, 1977.

Roos, Philip. "Families of Mentally Retarded People and Mental Health Services".

Working paper prepared for the President's Commission on Mental Health,
1977.

Roos, Philip. Mentally retarded citizens: Challenge for the 1970' s. Syracuse
Law Review , 23:1059-1074, 1972.

Segal, R.M. "Mental Retardation and Social Action." A study of the associa-
tions for retarded children as a force for social change. Springfield,
Illinois: Charles C. Thomas, 1970.

MR 15



2016

University Affiliated Facilities. "The Role of Higher Education in Mental
Retardation and Other Development Disabilities." UAF Long Range Plan-
ning Task Force, October, 1976.

Wildman, P.R. A parent education program for parents of mentally retarded
children". Mental Retardation , 3:17-19, 1965.

MR 16



INFORMATION SOLICITED ON MENTAL HEALTH SERVICES
FOR MENTALLY RETARDED PERSONS AND THEIR FAMILIES

2017

Chalmers, Amanda
Cockshott, John B

Cone, Donna
Coughlin, Thomas i

Drewski, Manfred ]

Dymond, Gerald E.

Gregovich, Robert
Harmon, Maurice A
Isom, David A.

Kott, Maurice G.

Lens ink, Brian R.

Luce, Charles M.

McQuain, Russell 1

Melzer, Nell S.

Monaghen, John F.

Nelson, Scott H.

O’Hara, Sharon
Rader, L. E.

Rodlund, Carl D.

Scheinost, Thomas
Senary, Carol L.

Thorne, Gareth D.

Wang, Lily I.

Wheeler, James P,

COMMUNICATIONS TO THE LIAISON TASK PANEL
ON MENTAL RETARDATION, PRESIDENT’S

COMMISSION ON MENTAL HEALTH

COORDINATORS OF STATE PROGRAMS FOR
MENTALLY RETARDED PERSONS

REPORTS SUBMITTED BY:

E.

Massachusetts
Indiana
Rhode Island
New York
New Hampshire
Wisconsin
Alaska
Washington
Oregon
New Jersey
Arizona
South Carolina
West Virginia
Florida
Maryland
New Mexico
Colorado
Oklahoma
North Dakota
South Dakota
Nevada
Connecticut
Hawaii
Utah

November 23, 1977
February 6, 1978
December 15, 1977
January 9, 1978
December 21, 1977
December 20, 1977
November 22, 1977
January 18, 1978
December 6, 1977
December 7, 1977
January 20, 1978
December 1, 1977
January 5, 1978
January 9, 1978
December 30, 1977
December 15, 1977
December 22, 1977
December 2, 1977
November 22, 1977
January 16, 1978
December 22, 1977
December 15, 1977
December 14, 1977
January 25, 1978



2018

APPENDIX A

A RENEWED NATIONAL COMMITMENT

FOR THE

MENTALLY RETARDED

PRESENTED TO MRS. ROSALYNN CARTER

BY

PRESIDENT'S COMMITTEE ON MENTAL RETARDATION

MR 18



PRESIDENT’S
COMMITTEE ON
MENTAL RETARDATION

2019

Joseph A. Califano, Jr.

Chairman

Henry V. Cobb, Ph.D.

Vice Chairperson

Fred J. Krause
Executive Director

David M. Barrett
N. Lorraine Beebe
Geraldine M. Clark, Ph.D.

James D. Clements, M.D.

Jeanne C. Collier
Bill J. Doggett, M.Ed.

Jean K. Elder, Ph.D.

Arnold G. Gangnes, AIA
Michael R. Gardner
John P. Greene
Morley Hudson
Cecil B. Jacobson, M.D.

James N. Juliana
Phillip A. Martinez, M.D.

Frank J. Menolascino, M.D.
Cherrie Sevick
W. Beth Stephens, Ph.D.
Margaret V. Tedone
Margaret B. Ulle
Dolores Norley van-Dyk

Ex Officio

The Attorney General
The Secretary of Labor
The Secretary of Housing and
Urban Development

The Administrator, Community
Services Administration

The Director, ACTION

MR 19



2020

Following is a copy of a letter from the Secretary of Health, Education
and Welfare.

NOV 12 1977

Mrs. Rosalynn Carter
The White House
Washington, D.C. 20500

Dear Mrs. Carter:

The President’s Committee on Mental Retardation has asked me to reiterate its
appreciation for your active part in the meeting of April 18, 1977.

As Chairman of the President’s Committee on Mental Retardation, I am transmit-
ting the attached report. It responds to your request during the April meeting
that PCMR provide you with action-oriented proposals to prevent mental retarda-
tion and improve the lives of our mentally retarded citizens and their families.

The proposals developed by the Committee are far-reaching and deserve your con-
sideration and that of your staff. Most of the recommendations are directed
to the Department of Health, Education and Welfare. Many of the proposals move
in the direction of major initiatives HEW is now undertaking. I am asking HEW
staff to carefully review the specific proposals. I look forward to working
with you and the staff of the President’s Commission on Mental Health in con-
sidering the PCMR proposals.

Many of the proposals made by PCMR seek to avoid unnecessary institutionaliza-
tion of mentally retarded individuals. As you may know, in response to the GAO
Report, "Returning the Mentally Disabled to the Community: Government Needs to

Do More," I have set up a Department-wide task force to oversee HEW’s efforts
regarding the development of appropriate and comprehensive systems of care, in-

cluding both institutional and community-based, for the mentally ill and men-
tally retarded. This effort is headed by Peter Schuck, Deputy Assistant Sec-

retary for Planning and Evaluation. I have asked him to have the task force

review the PCMR proposals which could assist mentally retarded people to live

in the least restrictive and most homelike circumstances, and develop recom-

mendations on actions HEW can take.

We are also taking action to strengthen the efforts of our health programs to

prevent mental retardation. Dr. Julius Richmond, Assistant Secretary for

Health, will be the focal point in the Department to coordinate our efforts.

I have asked him to review the PCMR proposals on prevention and report back to

me before the end of the year.

Among the PCMR recommendations that have already been acted on with vigor dur-

ing this Administration is immunization. For example, we have launched a major

initiative which has a goal of immunizing 90% of all children against most com-

mon childhood diseases.
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Page 2 - Mrs. Rosalynn Carter

Some offices in the Department have expressed reservations about several PCMR
proposals including the establishment of a new Naitonal Institute for Mental
Retardation. Generally, they do not want to encourage proliferation of mul-
tiple institutes for specific purposes. However, if this option is of inter-
est to the Commission, I would be happy to discuss it further and ask for a

more thorough review of its feasibility.

Finally, as your staff analyzes the proposals, I suggest that careful consid-
eration be given to the relationship of these proposals to other programs al-
ready announced by the Administration, including legislative changes to reform
the welfare system.

I look forward to working with you and your staff on the examination of PCMR
proposals and other reforms in dealing with the mental health problems of men-
tally retarded individuals and their families. Please let me know what addi-
tional assistance the Committee or the Department can provide in support of

the work of the President’s Commission on Mental Health.

Sincerely,

Joseph A. Califano, Jr.

f Enclosure
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A RENEWED NATIONAL COMMITMENT

Recommendations for Policies and Programs that will
Significantly Improve the Quality of Life

For All Mentally Retarded Citizens

By

President's Committee on Mental Retardation

There are more than 6 million Americans who are mentally retarded. Each year
an estimated 100,000 children are born who will be identified as mentally re-
tarded sometime during their lifetime. Approximately one- third of all mentally
retarded persons suffer multiple handicaps, including mental illness, epilepsy,
cerebral palsy and other disabilities of the body and sense organs.

These statistics demonstrate that mental retardation is a widespread and severe
problem that requires an immediate national program of understanding, a grass
roots effort toward prevention, and a comprehensive thrust .toward corrective
action.

Mental retardation should not be confused with mental illness, or behavioral
and emotional problems, although these disabilities may exist along with men-
tal retardation.

Some 200 known causes (and untold others) precipitate mental retardation. Gen-
etic defects, biological diseases, birth injuries and psychological or social
deprivation are the most common. The level of disability ranges from barely
noticeable to a profound inability to think or respond to one's surroundings.

A Renewed National Commitment

A renewed national commitment, bearing the imprint of the President, is needed
to help offset the devastation of mental retardation. This commitment must be

directed toward preventing its occurrence, supporting the development of those
who are retarded to their maximum capacity, involving mentally retarded indi-

viduals in normal community living, and assuring them the full benefits of Amer-

ican citizenship. The American public must be actively encouraged to under-

stand and accept this handicap where it exists, and to provide a place for men-

tally retarded individuals in home and community life.

A Focus of Effort

The effort to prevent mental retardation and offset its handicaps must be

lodged in a national agency that has responsibility to carry out the national

commitment. This agency must strive to increase the scientific understanding
of the problem and how it can be prevented or effectively managed. It must
keep the country accurately informed of the size and impact of the mental re- ;

tardation problem and of process in reducing or controlling it. And it should

I
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- A Renewed National Commitment

track and assess with respect to the realization of our national objectives.
Without such a focal point for the struggle against mental retardation, the
national effort will remain splintered, conflicting and ineffective.

Proposed National Objective

The President’s Committee on Mental Retardation recommends that the national
policy of the United States embrace the following four objectives:

1. To enable individuals with mental retardation to live normally in their
own homes and communities or in close proximity;

2. To make available to mentally retarded individuals and to their families
the necessary array of specific services required to improve the quality
of their_lives to the full potential;

3. To support the human rights of all mentally retarded persons, so as to

ensure that they are dealt with fairly and are not treated less well than
others; and

4. Vigorously to develop and apply scientific knowledge so as to reduce the
incidence of mental retardation.

Significance of the Objectives

These objectives are realizable now. The impact of their fulfillment is

predictable. By addressing them effectively, much of the tragic human and
economic waste associated with mental retardation can be avoided.

An ounce of prevention is worth a ton of services. By failing to use present
knowledge or to advance understanding of causes and of the techniques for off-
setting them, our country is inviting a continuation of human and financial
costs that impoverish families and family life, consign human beings to insti-
tutional waste heaps and drain the national treasury. Prevention of one in-

stance of moderate mental retardation has been estimated to save 1 million ad-

ditional dollars in a lifetime of care and service.

Our country is not acting in a unified way for mentally retarded citizens.
While policy statements support home and community care and reduced reliance
upon institutional warehouses for retarded individuals. Federal law and regula-
tion actually encourage use of institutions. Parents, facing the day when they

cannot support their mentally retarded offspring, are forced to segregate them

in inappropriate and often damaging institutions as the only public safeguard
on which they can rely. This reflects an impasse between national philosophy
and national action which must be altered.

Mentally retarded persons who also suffer mental illness, behavior disorders or

emotional problems do not receive the necessary treatment in mental health fa-

cilities because there are insufficient numbers of mental health personnel
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trained to deal with their unique problems. The result is that many mentally
|

retarded individuals stagnate in mental institutions for lack of suitable
|

treatment.
j

Mentally retarded individuals can be cared for within their families or in
family-like circumstances, only if services that support family life are provided.
Few, if any, communities can boast a comprehensive array of these supportive
services. Lacking them, mentally retarded persons are forced back on total
care types of institutions which, while failing to meet their human and devel-
opmental needs, provide them with required supervision. Large numbers of men-

j

tally retarded individuals in the community and in institutions go unserved; ;

larger numbers are underserved.

A potentially productive mentally retarded citizen who lacks the necessary de-
velopment and training may remain a lifelong public dependent instead of con- i

tributing to the national economy. This results in exorbitant costs. The Fed-
eral government spends over $2 billion a year on this problem. The States,
local communities and private sector spend at least four times this amount.
Yet, the services are not accessible to many who need them most, and are often

|

so fragmentary or poorly planned as to be wasted in the face of the real needs, li

The human cost of mental retardation in the suffering of families and the neglect
and mistreatment of mentally retarded individuals is incalculable. The public
stereotypes of mentally retarded individuals fail to recognize their ability to

develop. A number of them can progress beyond the limitations that mark them
as mentally retarded. That these handicapped persons are thinking, feeling,
responsive human beings is a fact often hidden behind a public bias that char-

J

acterizes them as subhuman at worst, hopeless individuals at best.
i

A Plan of Action

Facing these facts and circumstances, the President’s Committee on Mental Re-
tardation in 1975 presented a report to the President that looked ahead to what
might be done in the next quarter century to overcome problems and oversights
for this large group of handicapped fellow citizens. In this report. Mental
Retardation: Century of Decision , the President’s Committee on Mental Retarda-
tion sought to set forth a hopeful and realizable agenda for the future. The
need to make a beginning in achieving what this report proposes, lends support
to the following recommendations.

These are the initiatives that the President’s Committee considers most urgent.

They are grouped in the following four major action categories: (1) Issuance
of a Presidential declaration of a renewed national commitment on mental retar-

dation; (2) Provision for enhancement of services; (3) Establishment of a Na-
j

tional Institute on Mental Retardation for research and information; and (4)
'

Provision of incentives for home and community care. The President’s Committee
further recommends specific steps toward the implementation of these proposals,

j

It is not possible to achieve such initiatives except at significant cost of
|

time, effort and money. Since this is a time when financial resources are lim- J

ited and must serve a large array of human problems, the recommendations have I

been carefully chosen to take maximum advantage of existing programs, policies I
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t| and administration. Nevertheless, there will be a need for additional funds,

ll In an accompanying outline the President’s Committee identifies which of its
recommendations require additional resources.

I

Models of Service Delivery

The President’s Committee on Mental Retardation devoted its 1972 annual report

jj
to "Islands of Excellence" identifying significant programs serving mentally

IlS
retarded individuals in various communities of the United States. The 1977
annual report will constitute a more extensive and indepth review of compre-

J:
hensive community programs which appear to be working well in improving the

J quality of life for mentally retarded citizens. No community has yet evolved

i; a complete or perfect system. Examples of effective effort, utilizing public

1 and private. Federal, State and local resources will be instructive to all sec-

ij tions of the country in their efforts to meet this massive human problem.
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A RENEWED NATIONAL COMMITMENT

Recommended Actions and Anticipated Results

By

President’s Committee on Mental Retardation

I. Issue a declaration of national commitment by the President, plus make cer-
tain modest but essential legislative and budgetary changes to encourage

\

use of citizen volunteers.
|

This declaration would emphasize the importance of prevention and the pos-
sibilities of amelioration. It would call for modest but essential legis-
tive and budgetary changes to attain successively realizable objectives
leading to long range goals. It would insist upon the appropriate applica-
tion and efficient administration of funds in meeting the needs of mentallyj
retarded persons and their families, and would strongly encourage the use
of citizen volunteers in the traditional American spirit of neighborly
helpfulness and relief of distress.

II. Give American communities the technical assistance and manpower training
needed to reduce mental retardation and offer more satisfactory choices
to retarded citizens.

By using community mental health, physical health, education, and social
service agencies more effectively, we can make possible a better life for

millions of mentally retarded Americans.

III. Establish a National Institute on Mental Retardation for research and in-

formation in this field.

Experts believe that the occurrence of mental retardation can be cut in
half if we systematically conduct and apply research the way we do in

other areas of human need for the achievement of other national goals. We
can save 50,000 newborns each year from the tragedy of mental retardation.

IV. Make community placement, rather than institutionalization, the primary
focus of all Federal efforts to mitigate the effects of mental retardation.

Many mentally retarded persons now in institutions can become productive
members of the community rather than tax burdens. Others can live in dig-

nified, rather than dehumanizing, circumstances, to the benefit of them-

selves, their families and their communities.

The attached statement details what executive and legislative steps are needed
to accomplish these objectives.
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A RENEWED NATIONAL COMMITMENT

Action Catagories and Specific Recommended Steps
to Significantly Improve the Quality of Life

of All Mentally Retarded Persons

By

President’s Committee on Mental Retardation

ACTION CATEGORY I

DECLARE A RENEWED NATIONAL COMMITMENT TO REDUCE THE OCCURRENCE OF MENTAL

RETARDATION, TO IMPROVE THE STATUS AND PUBLIC UNDERSTANDING OF MENTALLY

RETARDED CITIZENS, TO INCREASE THE OPPORTUNITIES FOR THEM TO LIVE IN THEIR

OWN HOMES AND COMMUNITIES, AND TO ELIMINATE INAPPROPRIATE AND SUBSTANDARD

INSTITUTIONAL SERVICES

.

Specific Recommended Steps

A. Issue a Presidential declaration setting forth a renewed national
commitment to these objectives. Provide for wide national dissemination of

the declaration.

1. Make a Presidential request to the Congress to enact promptly
the legislative and budgetary provisions designated in this and
the following sections.

2. Direct administrative agencies of the Federal government to

design and coordinate regulatory provisions that will foster the

most efficient, effective, humane and accessible services required
by mentally retarded individuals and their families throughout the
United States.

3. Emphasize the necessity of firm adherence to standards of quality
and positive benefit consistent with the civil and human rights of

mentally retarded individuals.

B. Foster among the American people a better understanding of the human
value of their mentally retarded fellow citizens, and inspire a readiness to

accept them on their merits rather than retain old myths and prejudices about

their handicaps. Encourage States to provide continuing financial support to

volunteer citizen advocacy programs for mentally retarded individuals, supported
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A Renewed National Commitment - 2.

by formula grant and Protection and Advocacy System funds to States under the
Developmentally Disabled Assistance and Bill of Rights Act of 1975 or Title XX
(Social Services) of the Social Security Act.

1. Amend Title II of the Domestic Volunteer Service Act (P.L. 91--113)

to extend Foster Grandparent services to mentally retarded adults as

well as children, in their own homes as well as in care institutions;
or, seek a substantial increase in the appropriation for the Senior
Companion program for the same purposes. Increase the budget of

ACTION to permit this.

C. Through Presidential pronouncements, press conferences and press re-

leases, and appeals to churches and synagogues, emphasize the need for volun-
teers to work with mentally retarded persons.
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A Renewed National Commitment - 3.

ACTION CATEGORY II

HELP AMERICAN COMMUNITIES OFFER SERVICES TO REDUCE MENTAL RETARDATION AND TO

PROVIDE A USEFUL AND SATISFYING LIFE IN THE COMMUNITY FOR THOSE CITIZENS WHO

ARE MENTALLY RETARDED. PROVIDE SUCH CITIZENS CHOICES AMONG PLACES TO LIVE IN

THE COMMUNITY IN THE MOST NORMAL AND LEAST RESTRICTIVE CIRCUMSTANCES, WITH

APPROPRIATE CARE OF SUITABLE QUALITY AND WITH READY ACCESS TO HEALTH, EDUCA-

TION AND SOCIAL SERVICES.

Specific Recommended Steps

A. Provide the special services required by mentally retarded persons who
suffer mental illness, behavior disorders or emotional disturbance as addi-
tional handicapping conditions.

1. Require that all federally supported mental health services pro-
vide diagnostic and treatment services specifically designed for
mentally retarded individuals with mental health problems. Assure
treatment methods and family counseling services that accomodate the
intellectual and communicative limitations and assets of these in-

dividuals, and their resources for family life. Amend the Community
Mental Health Centers Act to require mental health services for men-
tally retarded persons and their families.

2. Provide technical assistance and training of mental hea].th per-
sonnel to develop and implement an individual treatment program plan
for each mentally retarded person served by a mental health facility.

3. Direct the Secretary of Health, Education, and Welfare to require
the National Institute of Mental Health and other appropriate DHEW
agencies to mount a study of what settings best serve mentally re-
tarded persons with severe mental health problems and behavior disorders.

B. Minimize the risks to infants before, during and after birth of devel-
oping mental retardation due to biological problems, lack of medical attention,
or deprived physical and social environment.

1. Declare the prevention of mental retardation from environmental

causes, whether physical or social, a national priority.
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A Renewed National Commitment - 4.

2. Identify all children at risk of mental retardation in early
childhood, define the risk and provide remedial action or treatment.
Amend the proposed Child Health Assessment Program (CHAP) , specif-
ically to provide for the early medical treatment of mentally re-
tarded and other developmentally disabled children on an equal basis
with all other children.

3. By policy directive, instruct program funding agencies with
responsibility for early, preventive screening and intervention in
the lives of infants and very young children, to give top priority
to efforts which contribute to the prevention of mental retardation
from social or physical environmental causes. Advise that this di-
rective be applicable to funds of the following agencies:

the Maternal and Child Health Services (MCH)

the Administration for Handicapped Individuals (AHI)

the Health Care Financing Administration (HCFA)

the Administration for Children, Youth and Families (ACYF)

the Bureau of Education for the Handicapped (BEH)

the Nutrition Service of the Department of Agriculture

4. Expand blood test detection programs for newborn babies to as-
sist in the identification of a wide range of metabolic disorders
including phenylketonuria (PKU), hypothyroidism, and others that
are known to lead to mental retardation, but which can be prevented
or minimized in impact by early screening and intervention. Instruct
the Maternal and Child Health program to give top priority to the de-
velopment and implementation of wider-ranging blood test detection
techniques.

5. Instruct the Public Health Service to exercise vigilance in main-
taining comprehensive programs in immunization against diseases which
cause death and disability, including mental retardation.

6. Through professional organizations such as the American Medical
Association, the American College of Obstetricians and Gynecologists
and the Academy of General Practice, encourage physicians to advise
"high risk" women who are pregnant of the benefits of amniocentesis
in detecting fetal conditions which have a high probability of result-
ing in mental retardation and to provide genetic counseling. Urge
States to follow successful amniocentesis programs as may be developed
by other States.
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A Renewed National Commitment - 5.

7. Through the U.S. Office of Education, encourage the Chief State
School Officers in States which provide junior and senior high school
courses in preparing for parenthood and human development, to incor-
porate in their curricula instruction which specifically addresses
etiological factors related to mental retardation and its prevention.

C. Assist the States in creating counseling and training services for

parents of infants and very, young pre-school children who are at risk of mental
retardation, or who manifest an identified handicap. Use specially trained
professionals, aides and volunteers and a variety of tested methods both in the

home and through group or class instruction to offer counsel and guidance to

parents in training their children and providing the specialized developmental
assistance they require.

1. Press for the enactment of the Child Health Assessment Program
Act, H.R. 6706 (Rogers), with specific amendments to include men-
tally retarded and other developmentally disabled children for early
medical treatment on an equal basis with other children. In the leg-
islation take into account the combined present resources of Medicaid’s
Early and Periodic Screening, Diagnosis and Treatment program, the
Home Start projects of the Head Start program; the health and devel-
opmental services of the Maternal and Child Health Services; the Ed-
ucation for All Handicapped Children Act; and similar programs that
provide guidance and counseling to parents. Make provisions for ad-
vice to parents on existing preventive techniques to minimize sever-
ity and reoccurrence.

2. Through the Administration for Children, Youth and Families pro-
vide special training and technical assistance for local Head Start
and Home Start project staffs to help meet the unique needs of child-
ren who exhibit subaverage general intellectual functioning and defi-
cits in adaptive behavior, the early signs of mental retardation.

D. Develop needed manpower including qualified professionals, aides and

volunteers, to deliver quality services to mentally retarded persons in a humane

and effective manner.

1. Require all federally supported manpower training relating to

human services to emphasize timely, adequate, humane and effective

response to mentally retarded individuals. Stipulate that training

underscore the equal right to service of persons who are mentally
retarded, no matter what their background, circumstances or severity

of disability.

2. Require that all federally supported manpower training programs

relating to human services include instruction and practice in the
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A Renewed National Commitment - 6.

proper recognition, handling and treatment of mental illness or
;

situational behavior disorders which persons who are mentally re-
ji

tarded may experience. i

i'

3. Encourage Federal agencies including the Bureau of Education for
the Handicapped, the Bureau of Student Financial Assistance, the Ma-

j

ternal and Child Health Service and the Developmental Disabilities
]

Office in connection with the University Affiliated Facilities pro- ji

gram, to take advantage of the unique qualifications of institutions |i

for higher education which enroll substantial numbers of minority
students. Encourage the institutions to take a lead role in prepar-
ing indigenous manpower to meet the needs of mentally retarded per-
sons who belong to minority groups. Provide such institutions with

|

an equitable share of Federal financial support for this purpose. i!

I

E. By Federal fiscal policy and leadership, encourage communities to de- )

velop comprehensive information, referral, diagnostic, counseling, and service
|||

systems to help mentally retarded persons remain in or return to community life.
j,

Encourage these agencies to support pilot use by States and communities of "pro-
gram brokers," persons competent in identifying unmet mental retardation needs I;

and in mobilizing community support for new or expanded programs to meet these
|{

needs.
"

:

F. Pilot test a "credit card for social and rehabilitation services" to
j

facilitate access and consumer choice and simplify eligibility. Pilot should
j

include the Social Security Administration, the Health Care Financing Admin-
istration, and the Office of Human Development Services. Arrange the pilot

test to provide for reissuance of cards at reasonable intervals consistent with
the legal eligibility requirements of the programs represented. Include men-
tally retarded persons in the pilot test.
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A Renewed National Commitment - 7.

ACTION CATEGORY III

CREATE A NATIONAL INSTITUTE OF MENTAL RETARDATION TO FOSTER AND CONDUCT RE-

SEARCH IN MENTAL RETARDATION, GATHER AND DISSEMINATE INFORMATION ON MENTAL

RETARDATION, AND REPORT TRENDS IN THE REALIZATION OF THE NATIONAL OBJECTIVES.

Specific Recommended Steps

A. Create by Executive Order if possible, or if necessary by legislation,
a National Institute on Mental Retardation with the indicated functions. Fi-
nance the Institute to the maximum feasible extent by transfer of funds for
mental retardation from existing institute and agency resources. Budget such
additional funds as may be required to make possible the establishment and
early functioning of the Institute. Make the Institute the focal Federal
agency responsible for the following separate missions: (1) the stimulation
and the conduct of basic and applied research on mental retardation; (2) the
operation of a national information gathering and distribution center on men-
tal retardation; and (3) the analysis and reporting of trends in meeting na-
tional objectives.

B. Increase basic and applied research by the Institute and by other ap-
propriate Federal agencies, focused on prevention of mental retardation from

all causes, eradication of its effects where possible, and provision of effec-
tive services to those persons who are mentally retarded.

1. Establish the research capacity of the Institute including the

ability to undertake applied research. Instruct DHEW to study and

report ways and means for introducing into the Federal budget pro-

cess an approach to the funding of applied research in mental retar-

dation, based on a fixed proportion of total Federal mental retarda-
tion program funds.

2. Direct Federal agencies doing or sponsoring research on services

to mentally retarded persons to emphasize evaluation in terms of the

outcomes of such services for the lives of the individuals served.

3. Provide incentives to develop novel methods for transmitting new

knowledge gleaned from research so that it reaches potential users,

especially those working directly with mentally retarded individuals,

promptly and in readily understandable form. Reallocate funds formerly

provided under Title II-B of the Higher Education Act of 1965, to the

Institute for this purpose, or make special budgetary provision to

finance these incentives.
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A Renewed National Commitment - 8.

C. Collect, organize and disseminate information on all important aspects
of mental retardation. Include basic facts of immediate practical importance
to individuals, data on populations in need and on service systems to provide
for them, and findings from basic and applied research. Protect the privacy of

all individuals on whom information is gathered.

1. Establish within the Institute a central agency for the collec-
tion and dissemination of information on mental retardation. Provide
in any legislation or policy directive creating such a center, that
it be entitled to obtain data from all existing Federal sources.

D. Provide the Institute by law and regulation with authority to secure
information on every federally operated or financed program which deals with
mental retardation or serves mentally retarded individuals in order to assess
progress in meeting the national objectives. Require the Institute to report
at least annually on its findings.
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A Renewed National Commitment - 9.

ACTION CATEGORY IV

PROVIDE INCENTIVES FOR CARE OF MENTALLY RETARDED INDIVIDUALS IN THEIR OWN HOMES

OR IN HOMELIKE CIRCUMSTANCES IN THE COMMUNITY, PROTECT THE RIGHTS OF MENTALLY

RETARDED CITIZENS TO SUCH CARE, AND REDUCE EXISTING INCENTIVES FOR INAPPROPRI-

ATE USE OF INSTITUTIONAL CARE.

Specific Recommended Steps

A. By Executive Order create a Federal community placement program for

institutionalized mentally retarded persons which involves all appropriate Fed-
eral agencies. Desginate the Secretary of HEW as the director of this effort
with authority of the President to call on each Federal agency to provide pol-
icy commitment, staff services and program resources for a joint work plan in

support of this objective. Stipulate that the Federal plan include both income
and service support provisions to encourage families where indicated to provide
care for mentally retarded members who might otherwise be placed in institu-
tions or marginal care nursing or "rest" homes.

B. Emphasize fiscal incentives for States to place or maintain mentally
retardedindividuals in appropriate community care settings. Instruct the

Health Care Financing Administration to monitor use of Intermediate Care Facil-
ities, and Skilled Nursing Facilties, to ensure that use is consistent with
need and standards of quality appropriate to mentally retarded residents. In-
struct Department of Housing and Urban Development to make appropriate provi-

sion for alternative residential opportunities for mentally retarded persons

within the community. Instruct the DHEW inspector general to make independent

audits of such care with emphasis on demonstrable benefits in the lives of men-

tally retarded individuals.

C. Amend Title XIX (Medicaid) of the Social Security Act to make finan-

cial support for health related care of mentally retarded persons available to

families that provide such services, or through the families or the mentally
retarded individuals themselves, for other community settings providing health
related services.

D. Amend Title XVI of the Social Security Act to provide families with
additional Supplemental Security Income (SSI) to help them meet the additional

costs of services for their mentally retarded offspring at home. Increase the

amount of disregarded income of handicapped individuals which affects their

eligibility for SSI. Reduce the proportion of deemed family income and re-

sources attributable to mentally retarded and other handicapped children living

at home which affects their eligibility. Remove the one- third reduction in

grant for SSI recipients living in their family home.
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E. Provide respite services for families with mentally retarded offspring
by requiring the Public Services Administration and the Administraiton for
Children, Youth and Families, DREW to disseminate program information and guide-
line materials urging States to use funds under Title XX (Social Services) or
an expanded Title IV-B (Child Welfare Services) of the Social Security Act for
this type of service. Make provision for this service in welfare reform legis-
lation, along with day care and preschool care. Instruct ACTION to offer res-
pite services to families on a pilot basis, using its existing Senior Volunteer
Programs and VISTA.

F. Increase the provision of long term protective supervision in the com-
munity for retarded individuals who require this when their families lack the
means of establishing privately financed protective programs beyond the paren-
tal life-time. Instruct DREW to develop alternative approaches to this problem
which will provide assurance of a "caring" environment during the life-time of
a dependent mentally retarded person. Expect DREW to disseminate information
on these approaches widely once they are developed, and to offer technical as-
sistance in their implementation.

G. Improve the status of every mentally retarded citizen, no matter how
severely handicapped, so he may share in the rights of all other citizens, in-
cluding both privileges and responsibilities, within his limits. Strengthen
his ability to assert his own needs and obtain benefits and services on his
own terms

.

1. Provide for each mentally retarded consumer of services who
wishes one a certified "personal representative" to mobilize serv-
ices and benefits on his behalf and at his express wish, independ-
ent of any serving agency. Instruct DREW and ACTION to allocate
additional available project funds to extend the demonstration of

this approach which ACTION and the President’s Committee have
jointly designed and which is currently being demonstrated in

Rarrisburg, Pennsylvania using volunteer representatives.

Require these agencies to publicize the findings of demonstrations
and the pattern of representation which is being demonstrated. Urge
States to undertake similar demonstrations using Child Welfare Serv-
ices (Title IV-B, Social Security Act), or Developmental Disabilities
Protective and Advocacy Systems (Section 113, Developmentally Dis-
abled Assistance Act) Federal grant funds.

2. Limit Federal support for the care of any person admitted vol-
untarily or involuntarily to institutional care for mental retarda-
tion if his admission has not involved due process in which he or

his representative is directly and personally involved. Amend
Title XVIII (Medicare) and XIX (Medicaid) of the Social Security
Act to restrict vendor payments to institutions where such due pro-
cess has not been observed. In all such situations provide legal

counsel which is independent of the influence of any other inter-

ested party including the State and the family.

3. Establish the right of the Department of Justice to sue to pro-

tect the rights of mentally disabled persons by supporting R.R. 2439

(Kastenmeier) and S. 1393 (Bayh)

.
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AUTHORIZATION AND BUDGETARY IMPLICATIONS

A RENEWED COMMITMENT

RECOMMENDATIONS FOR POLICIES AND PROGRAMS THAT WILL
SIGNIFICANTLY IMPROVE THE QUALITY OF LIFE

FOR ALL MENTALLY RETARDED CITIZENS

President's Committee on Mental Retardation

WHAT IS NEEDED
LEGISLATION, AUTHORIZATION ADDITIONAL

RECOMMENDATION OF FUNDS BUDGET

I. A. Presidential None None
Declaration.

Al. Request prompt con- None None
gressional action.

2. Direct Federal agen- None None
cies to coordinate
regulations

.

3. Emphasize human rights. None None

B. Foster better under- None
standing.

None

Bl. Increase use of

volunteers.
Foster Grandparents or ACTION
Senior Companions.

C. Public awareness
campaign for

volunteers.

None - present
PCMR authority.

Approximately
$25,000.

Amend Community Mental
Health centers Act.

treatment programs for
mentally retarded per-
sons with mental
health problems.

II. Al. Require federally-
supported mental
health programs to

provide diagnostic &

Can be initiated
under present
levels. Possible
need for increased
funds 1979.

2. Provide technical as- None
sistance & training to

mental health personnel
in carrying out indi-
vidual program planning
for mentally retarded
persons

.

Possible increase
in NIMH budget for

workload of tech-
nical assistance
and training.
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Page 2—Authorization and Budgetary Implications

WHAT IS NEEDED

RECOMMENDATION
LEGISLATION, AUTHORIZATION

OF FUNDS
ADDITIONAL

BUDGET

HEW study best
setting to treat
severe behavior
disorders in re-
tarded persons.

None None

Declare preVention of

mental retardation
from environmental
causes a national
priority.

None None

Identify children at
risk of mental retar-
dation in early
childhood.

Legislation before the
Congress, needs amendment
to include mental retar-
dation. Authorization
level may be affected by
amendment

.

Will require bud-
get to carry out
•the law, offset
by present EPSDT
funds

.

Instruct program
funding agencies to

respond to the
national priority
(Bl. above)

None Response to this
instruction will
require additional
HEW funds or in-

ternal realloca-
tion.

Extend the Develop-
mentally Disabled
Assistance Act for
this purpose.

Make certain legislation
is introduced with author-
ization for this purpose.

Will require bud-
get to meet author-
ization.

Expand blood test de-
tection programs to

identify disorders
leading to mental
retardation.

None None in FY 78.

Possible increase
in laboratory ser-
vices in FY 79,

Health Services
Administration.

Vigilantly pursue
immunization programs.

None PHS - Center for

Disease Control.

Encourage physicians
to counsel mothers at
risk about amniocen-
tesis .

None None
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Page 3—Authorization and Budgetary Implications

RECOMMENDATION

WHAT IS NEEDED
LEGISLATION, AUTHORIZATION ADDITIONAL

OF FUNDS BUDGET

7. Encourage high school None None
superintendents to in-

clude causes of mental
retardation in prepa-
ration for parenthood
courses

.

Cl. Support child health
assessment legislation
that includes mentally
retarded children &

that offers nationwide
counseling & training
of parents in how to

help their small
children develop who
are at risk of mental
retardation.

Legislation before the
Congress, needs amendment
to include mental retar-
dation. Authorization
level may be affected by
amendment

.

Will require bud-
get to carry out
the law, offset
by present EPSDT
funds

.

2. Provide special train- None None

ing for Head Start and

Home Start staffs in

meeting needs of child-
ren with signs of men-
tal retardation.

Dl. Require humane con- None None
cerns as part of all
federally-supported
manpower courses.

2. Require recognition None None
and handling of men-
tal illness in men-
tally retarded persons
as part of all
federally-supported
training of human
services personnel.
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Page 4—Authorization and Budgetary Implications

WHAT IS NEEDED
LEGISLATION, AUTHORIZATION ADDITIONAL

RECOMMENDATION OF FUNDS BUDGET

3. Encourage special None None
role of colleges train-
ing large numbers of

minority students, to

prepare manpower to

meet unique needs of

minority group men-
tally retarded persons.

E. Encourage community None
development of a

comprehensive array
of services and pilot
test of "program
brokers.

"

F. Pilot test a credit None
card for social &

rehabilitation ser-
vices to facilitate
eligibility determina-
tion, access & consumer
choice of services.
Involve mentally re-
tarded persons in

pilot.

III. A. National Institute on Executive Order and/or

Mental Retardation. new legislation and
authorization.

Bl. Research capacity Covered in III. A.

of the Institute and
Federal programs.
Study set-aside % of

program funds to

finance.

2. Evaluate outcomes of None
services for lives
of retarded persons
served.

Increase ceiling
of Title XX.

None

Only if adequate
budget cannot be
transferred from
existing programs

Additional for

applied research.

None
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Page 5—Authorization and Budgetary Implications

WHAT IS NEEDED

RECOMMENDATION
LEGISLATION, AUTHORIZATION

OF FUNDS
ADDITIONAL

BUDGET

Novel methods for

transmitting research
findings.

None Only if Title II-B
funds. Higher
Education Act,
insufficient.

Information Center in

National Institute.
Executive Order and/or
new legislation and
authorization (See

III. A.).

Only if adequate
budget cannot be
transferred from
existing programs.

Institute authority
to secure program
information.

Executive Order and/or
new legislation and
funding authorization.

Transfer from
existing programs.

Establish a Federal
plan for community
placement of mentally
retarded persons in

lieu of institutional
care.

None None

Provide fiscal
incentives to appro-
priate community care.

See IV. C. and D.

below.
Covered in open
ended programs.

HCFA monitoring of

ICF/MR’s, ICF’s, and
SNF ' s

.

None None

Expand residential
living.

Amend Section 202/8
of Housing Act.

HUD consistent
with legislation.

HEW Inspector Gen-
eral audit of use of

such facilities.

None None

Title XIX (Medicaid)
funding for health
related services
given in family home.

Amendment to Title XIX,

Social Security Act, and
funding authorization.

Additional costs
offset by present
costs in health
care facilities.
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Page 6—Authorization and Budgetary Implications

WHAT IS NEEDED
LEGISLATION, AUTHORIZATION ADDITIONAL

RECOMMENDATION OF FUNDS BUDGET

D. Increase disregarded
income, and reduce
deemed income and
resources for SSI
eligibility; remove
one-third reduction
in grant^ for recip-
ients living at home

Amendment to Title XVI,

Social Security Act, and
funding authorization.

Additional cost.
There may be some
offset by de-
creased reliance
on federally
financed out-of-
home care.

E. Provide respite ser-
vices for families
out of Federal Social
Services or Child
Welfare Services
funds

.

Possible minor amendment
to Title IV-B, Social
Security Act to approve
use of funds for this

purpose.

None

F. Develop alternative None None
long term protective
supervision models for

mentally retarded
persons.

Gl. Provide mentally re- None
tarded consumer with
a personal representa-
tive.

2. Deny Federal support
for persons institu-
tionalized without
due process.

Amend Social Security
Titles to make this

provision. No funding
authorization needed.

None

None

3. Establish right of

Department of Justice
to sue to protect
rights of mentally
retarded persons.

Legislation before the

Congress.

Dept, of Justice
consistent with
legislation.
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Following is a copy of a letter from the National Association for
Retarded Citizens.

APPENDIX B

August 26, 1977

Dr. Thomas Bryant, Director
President’s Commission on Mental Health
Room 121 Old Executive Office Building
Washington, D.C. 20500

Dear Dr. Bryant:

The National Association for Retarded Citizens welcomes the opportunity to sub-
mit recommendations to the President’s Commission on Mental Health. Recogniz-
ing that your Commission is soon to complete its preliminary recommendations,
we are hereby submitting to you our recommendations regarding Federal policy
affecting retarded persons and their families that urgently need your attention.

Many significant Federal programs which directly benefit mentally retarded cit-
izens have been enacted into law in the last decade. These programs provide
important services in the areas of income support, health care, education, re-
habilitation and housing. Nevertheless, there remain important gaps in services
Further, a number of existing programs are in need of revision and redirection.
Our recommendations are generally limited to those issues currently on the

"front burner" in the Congress or in the Administration’s planning process.
These recommendations, when implemented, will be giant steps toward our mutual
goal - full rights attainment by the mentally retarded citizens of our country.

In the coming months, NARC will submit to the Commission additional recommenda-
tions relating to other issues that we wish the Commission to review. Until
that time, we are hopeful that the Commission will give the attached recommen-
dations its full consideration.

Should you have any questions or wish to discuss the issues in greater depth,

Mr. Paul Marchand, Director of NARC’s Governmental Affairs Office, will be

available. You may contact him by telephone, 785-3388, or by writing to the

following address:
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Dr. Thomas Bryant

With best wishes.

MPS:sf
Attachments

- 2- August 26, 1977

Mr. Paul A. Marchand, Director
Governmental Affairs Office
National Association for

Retarded Citizens
1522 K Street, N.W., Suite 516
Washington, D.C. 20005

am

Sincerely yours.

Mr. Marion P. Smith
Chairman
Governmental Affairs

Committee

cc: Mrs. Rosalynn Carter
Ms. Cathy Cade
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INCOME MAINTENANCE

1. Current Programs . For the majority of severely disabled low-income men-
tally retarded persons, the Supplemental Security Income (SSI) program
provides basic income support and makes it possible for retarded adults
to support themselves in a variety of community-based settings. Unfortu-
nately, the SSI program places a number of statutory and administrative
restrictions on eligibility and makes a number of reductions in payment
levels based on the individual’s living arrangement. For example, a low-
income retarded adult living with his family or a friend has his SSI pay-
ment reduced by one- third. Persons living in group homes or "sheltered
apartments" may also have their benefits reduced by one-third if family
or friends (or in the case of apartments, a non-profit organization) sup-
plement the individual’s income, even to a very modest degree.

We strongly urge that the one-third reduction rule for persons "living in

the household of another" be eliminated from the SSI law and that rules
governing payment levels for persons in a variety of semi- independent com-
munity living arrangements be clarified so that Federal SSI policies en-
courage such placements.

2. Welfare Reform. We strongly urge that welfare reform take into account
the specialized needs and problems of disabled persons. Attached to this
document as Appendix A are NARC’s recommendations on this subject.
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HOUSING

1. Section 8 Housing Assistance Payments Program . The Department of Housing
and Urban Development operates several programs which have great poten-
tial for supporting community housing for mentally retarded adults but
which have been under utilized in the past as a result of inappropriate
regulatory policies. It is our understanding that HUD is currently revis-
ing certain of these policies as they apply to the Section 8 Housing Assis-
tance Payments Program to create a new category of eligible housing called
"independent living residences." When these regulations are published, it
is our hope that they will open up the Section 8 program for the first time

to group homes and similar semi-independent living arrangements for dis-
abled persons .

2. Construction Loan Program . There remains a great and unmet need for a con-
struction loan program to assist nonprofit organizations and perhaps local
governments in developing housing stock for mentally retarded and other
disabled persons. The existing Section 202 Direct Loan program simply does
not meet our needs: it stresses large, apartment type dwelling units which
would reproduce "mini-institutions" or ghettoized living environments for

mentally retarded tenants. We therefore urge that a new direct loan pro-
gram be created for construction of small-scale housing for mentally re-
tarded and other disabled persons. The program should be designed so that

it complements the rent subsidy program regulations described above .

MR 46



2047

CHILD AND FAMILY SERVICES /SOCIAL SERVICES

Families with mentally retarded members need a host of supportive services
designed to meet the needs of the retarded individual and to reinforce the fam-
ily’s ability to function as a mutually supportive unit. Particularly impor-
tant are the availability of respite care for the disabled family member, home-
based delivery of infant services, infant stimulation classes outside of the
home, and day care for young children and for older children after school hours.
Equally important are such services to mentally retarded persons as work activ-
ity programs, specialized transportation, protective and advocacy services, in-
formation and referral activities, homemaker care, and family counseling.

Federal funding for such programs flows primarily through Title XX of the

Social Security Act, which operates under a $2.5 billion ceiling (legislation
currently being considered by the Congress would increase this ceiling to $2.7
billion) . Because the Title XX program is the only large Federal social serv-
ices program, it is burdened with service demands far beyond the capacity of

its current (and projected) authorized funding level. The result is a serious
dearth of day care, infant stimulation (both home-based and outside of the
home), respite care, and other vital social services.

We urge that funding for the Title XX program be increased to at least $3 bil-
lion annually and further that an automatic cost-of-living adjustment factor be
built into the funding structure of the program. In addition, we urge the de-
velopment and enactment of a new Federal program of social services for fam-
ilies and children, modeled along the lines of the Child and Family Services
Act legislation introduced in the last several Congresses by Rep. John Brademas
and Vice President Mondale.
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MENTAL RETARDATION RESEARCH

The Federal Government’s role in research in seeking ways to prevent mental re-
tardation has not significantly increased over the past fifteen years. It cer-
tainly has not grown in relationship to federally supported services to mentally
retarded persons. The National Association for Retarded Citizens views the Fed-
eral Government as the principal force behind major research and prevention
efforts. Only through this important endeavor can cures for some conditions
causing mental retardation be sought. This is clearly one of our greatest
goals.

We therefore urge that funding for mental retardation research, particularly
through the Mental Retardation Branch of the National Institute of Child Health
and Human Development, be significantly increased (at least to $40 million)
through the earmarking of specific funds for mental retardation research .
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MEDICAID1.

Intermediate Care Facilities for Mentally Retarded Persons (ICF/MRs) . The
Medicaid program is an important potential resource for improving and sup-
porting residential services for severely disabled mentally retarded per-
sons and for early medical intervention and treatment of low- income men-
tally retarded children.

Through the ICF/MR program, the Federal Government contributes millions of
dollars annually to the cost of institutional care for mentally retarded
persons. As you know, the quality of services in many of these institu-
tions is inadequate and, in a number of cases, grossly substandard.

We urge the Federal Government to enforce stringent regulations as a con-
dition of receipt of Medicaid funds by institutions for the mentally
retarded . We would point out that HEW issued regulations for such insti-
tutions on June 3 which significantly weakened the previous ICF/MR stand-
ards which, in our judgment, will only encourage continued Federal support
for substandard institutional care.

2.

Early and Periodic Screening, Diagnosis, and Treatment (DPSDT) . Medicaid’s
EPSDT program requires that all Medicaid-eligible children be screened an-
nually and treated for any conditions uncovered under the state’s Medicaid
plan. It is widely felt that this arrangement has not proven itself effec-
tive in assuring that the early intervention potential of the EPSDT program
is realized.

In recognition of this fact, the Administration recently proposed to sig-
nificantly revise the EPSDT program to correct this and other structural
deficiencies. The proposed revisions - named the Child Health Assessment
Program, or CHAP - would require that all conditions uncovered during
screening be treated, regardless of whether or not the necessary treat-
ment services are covered under the state’s Medicaid plan, except for men-
tally retarded, developmentally disabled and mentally ill children . This
exception, in our view, is unwarranted, inequitable and counterproductive.
We are frankly at a loss to understand how this exception was allowed to

stand in an Administration committed to children, and particularly to dis-
abled children. Our views on this exception are discussed more fully in

Appendix B. We strongly urge that this exception be deleted .

3.

Day Treatment and Habilitation Services . Current Federal programs (par-

ticularly Medicaid) place an undue emphasis on institutional care by fund-
ing them generously while failing to provide adequate reimbursement for

services provided on an’’out-patient" basis. We believe that the Medicaid
program can and should be used to pay for certain daytime habilitative and

therapeutic services delivered in clinics, work activity centers, and day
services centers for mentally retarded persons and urge the Administration
to make such services mandatory under the Medicaid program .
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DEVELOPMENTAL DISABILITIES

The Developmental Disabilities Act has been a prime mover in the states in co-
ordinated planning and service gap filling. This relatively small program has
brought about, for the first time, meaningful interchanges between state agen-
cies, provider agencies and consumer groups. A major provision of the Act is

a new Protection and Advocacy System which must be established in each state by
October 1, 1977, to enhance the protection of the rights of developmentally dis-
abled persons. The Act is currently jeopardized by an apparent lack of support
by the Administration and the Congress.

We therefore strongly urge that the Administration pursue the rapid enactment
of an extension of the Developmental Disabilities Act, by developing a bill
and seeking its introduction in this session of Congress. We also recommend
Administrative support for a substantial increase in the authorization level
for the Developmental Disabilities Protection and Advocacy System .
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REHABILITATION

The Federal Rehabilitation Act provides funding for a variety of vital rehabil-
itative services for mentally retarded adults. These services, however, are
limited to persons judged to have the potential for employment following their
course of rehabilitation.

Thus, the most severely disabled population is effectively excluded from the
services offered under the Rehabilitation Act, despite the fact that this is

the very population most in need of active and intensive rehabilitative and
habilitative intervention. There are many severely disabled persons who may
not have an employment potential, but who do have the potential to become
more fully independent in self care and community living skills if they are
offered the opportunity for independent living rehabilitation.

We therefore urge the Administration to support the development of an Independ-
ent Living Program to support long-term rehabilitative services and community
living training for severely handicapped adults under the Rehabilitation Act .
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NATIONAL HEALTH INSURANCE

Mentally retarded persons and their families are particularly at risk of cata-
strophic health care costs, extending sometimes over the lifetime of the re-
tarded individual. In addition, many private insurers do not make insurance
protection available to severely disabled mentally retarded children and
adults, or they make such insurance available only at rates beyond the means
of most American families.

National health insurance has the promise of providing, at a reasonable rate,
protection against the costs of catastrophic illness and disability, as well
as the promise of providing strong incentives to families for early interven-
tion and medical care. We urge you to carefully consider NARC’s detailed rec-
ommendations on national health insurance which are attached to this document
as Appendix C .
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CIVIL RIGHTS

You are aware that for many mentally retarded persons committed to state (as

well as private) institutions, the abridgement of civil and constitutional
rights is a daily occurrence. The sorry track record of our institutions in
this regard is very clear.

Advocates of mentally retarded institutionalized persons have often been unable
to secure administrative redress of institutional conditions and have, as a re-
sult, been forced into courts in an effort to protect the well-being, and in

some cases, the lives, of mentally retarded institutionalized persons. However,
the litigative process is extremely costly and simply cannot be pursued by most
mentally retarded persons, their families, or their advocate organizations.

For the last several years, the Justice Department has played an important role
in this litigation by intervening as both amicus and plaintiff intervenor when
the constitutional rights of institutionalized persons are threatened. The
right of the Justice Department to play this role has been successfully chal-
lenged in court, however. Accordingly, legislation has been introduced in both
the House and Senate (by Rep. Kastenmeier, H.R. 2439; and Senator Bayh, S. 1313)
to grant the Justice Department statutory authority to bring suit. We strongly
urge you to push for rapid enactment of this legislation .
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EDUCATION FOR THE HANDICAPPED

The recent enactment of the Education for All Handicapped Children Act is a
milestone in the lives of all handicapped children. The promise that this Act
brings to these children can only be fulfilled with strong support, both in
terms of its implementation and its financing.

We strongly urge that the Administration reiterate and continue its support
for full implementation and full funding of the Education for All Handicapped
Children Act.
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SUMMARY ;

It is proposed that in moving toward a universal scheme for assuring a
basic minimum necessary income for persons not able to provide the same for
themselves and their immediate dependents, special attention be given to the
fact that the cost of living for disabled persons, including the mentally re-
tarded, is higher than for other citizens. In this context the needs of dis-
abled persons for daily or frequently recurring personal assistance or super-
vision should be taken into account in any future public assistance system.
We recommend multi-level standard disability increments (added to basic bene-
fits) based on level of impairment (mental or physical) and expendable at the
discretion of the beneficiary or his payee.

We believe that, in a consistent larger context, the model we are advanc-
ing addresses several problems which are particularly troublesome in the more
limited arena of the mentally retarded at this time. These include:

1. The present fiscal incentives which favor institutionalization
for many people for whom a less structured arrangement would
suffice;

2. The present penalties imposed on families which undertake to

care for a disabled member (child or adult) at home'. (There is

evidence of depression of upward social mobility in such families.)

3. Lack of flexibility in choice of living arrangements and in meet-
ing the immediate personal needs of persons with disabilities.

4. Penalties imposed on individuals who cannot live alone, but who
under present SSI rules suffer significant fiscal reductions
when sharing accommodations;

5. Discentives to marriage involving disabled persons;

6. Inverse ratio of income replacement to severity of disability.

I. INTRODUCTION
The NATIONAL ASSOCIATION FOR RETARDED CITIZENS is a nationwide membership

and advocacy organization concerned with the needs of mentally retarded child-
ren and adults throughout their life span. It also seeks to promote prevention
of this disabling condition through research and the prompt application of re-

search findings. For all of these reasons we are very much interested in Fed-

eral income support programs and related services programs under the various
titles of the Social Security Act.

Mental retardation is both a cause and a consequence of poverty.

There are many conditions associated with poverty which are believed to

contribute significantly to the causation of mental retardation. Malnutrition,
inadequate prenatal care, and the delapidated living conditions which are con-

ducive to lead poisoning in children are examples of physical conditions which
correlate highly with the incidence of mental retardation. It is also believed
that the stress placed on parents by conditions associated with marginal income

makes it more difficult for them to provide the stimulating environment which
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the child, particularly the very young child, needs in order to maximize his
intellectual and emotional growth. The clustering of these various problems
tends to aggravate mental retardation in disadvantaged families, through no
fault of their own.

Equally important, mental retardation is a cause of poverty. This is true,
notwithstanding the fact that the majority of those generally considered to be
mentally retarded are able to enter the labor force, albeit at a relatively
low level of earnings. However, those whose impairment is sufficiently severe
to prevent their full employment are not merely deprived of an adequate income
on a day-to-day basis, but also, due to the early origin of their condition,
are unable to establish for themselves full entitlement in our systems of social
insurance (public and private) by which most people protect themselves through
hospitalization and unemployment insurance and provisions for retirement. In-

come maintenance and coverage of medical costs is therefore a major concern to

those of us who advocate on behalf of mentally retarded persons. Moreover, for

retarded persons of any age, there are likely to be extraordinary costs asso-
ciated with what would otherwise be considered a minimal standard of living.

1. Data :

One in six among adults under 65 receiving Supplemental Security Income
is disabled by mental retardation. Even more have this condition as a second-
ary disability. Among SSI children, two in three are disabled by mental retar-
dation. A quarter of a million who have been disabled since childhood receive
disabled child’s benefits under Social Security primarily because of mental
retardation. Well over half a million retarded adults (18-64) are supported
by one or both of these two income maintenance programs (conservatively esti-
mated unduplicated count) . This number includes only some of the indigent re-
tarded persons in public non-medical institutions.

These are program statistics. It is our opinion that general statistics
gathered by the National Center for Health Statistics, and even the Social Se-
curity Administration’s Office of Research and Statistics, under-report mental
disability in the community becuase they use a household interview, self-
reporting mechanism. We believe that the 1972 SSA survey is particularly sus-
pect on this count because it relies on a self-reported sample from the 1970
census. We urge you in your studies to take this possibility into account.

Mental retardation is the single most important cause of adult disability
originating in childhood. Persons disabled in childhood are believed to con-
stitute about one-sixth of all adults under 65 who are severely disabled; how-
ever, among those who are both severely disabled and also poor, the proportion
who were disabled from childhood is more like one in three. This group has a

longer duration of disability per person and greater likelihood of being insti-
tutionalized and for a longer time.

2. Recent Reforms :

Despite the many problems encountered in mounting SSI as a Federal pro-
gram, it is the opinion of NARC that the SSI program is a great step forward,

and that the SSA deserves considerable commendation for its efforts to over-
come numerous difficulties, many of which were not of its making. We note
that there are a number of technical problems, as well as problems of equity,
which remain, but which we choose not to address here.
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Rather, we propose a model against which to view future plans for a more
comprehensive system. In doing so, we make the assumption that "welfare re-
form" is moving towards a system of which the basic component will be federal-
ized, and administered either by the Social Security Administration or Internal
Revenue Service. Our model also assumes:

1. the continuance of social security;

2. continuance of rent subsidies via the Department of Housing and
Urban Development; and

3. the enactment of legislation providing support for health services
on a basis which:

a) includes all persons as eligibles, regardless of
employment status; and

b) will pay for home health care, long term nursing
care, services of physical, occupation, and speech
therapists, and for comprehensive rehabilitation
services, as well as physicians’ and hospital
services as necessary.

II. A MODEL FOR THE FUTURE :

1. Basic Structure :

In designing approaches to income maintenance, it is frequently assumed
that it suffices to represent the basic needs of an adult by a single figure
and to assume that all variations of need must be addressed at the state level.
At that level a face-to-face determination will presumably be made into which
professional discretion will enter, along with the political decisions made
also at the state level.

We propose a variant of this approach in which we take advantage of new
computer technologies to make the federalized benefit more adaptable in a man-
ner which will reinforce equity across the country and as between individuals
who have prima facie greater or lesser built-in cost of living factors.

We would begin with a basic benefit or standard unit of survival for one

adult. This would be based on the cost of living in those parts of the country
where the cost of living is reliably lower. This basic unit would be subject
to the following modular modifications expressed as fractional increments or

weightings:

1. a regional cost of living modifier; this would reflect actual
data and would compensate for, among other things, the higher
cost of fuel in certain parts of the country; t

2. an age modifier, variable for infants, children, adolescents,
and elderly people; this reflects the known fact that the cost
of supporting children does vary with age;
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3. a three level modifier (disability increment) related to degree
of disability as measureed by an estimate of increased costs to

maintain common activities of daily living. For the physically
handicapped this would, for example, cover chore services and
maintenance of appliances. For the mentally retarded such costs
might include transportation if a retarded adult is unable to

drive a car or use a bus, occasional respite care, etc. These
modifiers would apply to disabled persons of all ages.

It is not suggested that these disability increments will be individually
assessed for each client but rather that these types of costs can be averaged
or summarized at a minimal, moderate or upper level of supplementation. The
principle is the same as is applied in defining the standard deduction for

tax purposes. Statistically, such standard increments can be equated with
definable levels of functional imapirment. Only a few persons would then re-
quire additional extraordinary "special needs" supplements; these could be
made available on an individual basis at the state or local level.

The highest level of standard increment would be reserved for those who
need personal social services or attendant care on at least a daily basis. For
the retarded this would include social supervision as well as possible help
with activities of daily living. This increment would not be expected to cover
more than incidental or occasional health care; such care would be covered
(wherever rendered - home, congregate care facilities; or elsewhere) under the
health care system.

The personal care needs increment would be paid regardless of living ar-
rangements and regardless of whether the disabled person actually paid someone
to render the needed assistance. Thus, families who maintain a disabled mem-
ber at home would have their income augmented modestly to compensate for the

inconvenience and extra time invested in such care by family members. There
are ample precedents for such special care allowances in the income maintenance
systems of other countries.

2 . Eligibility :

It is suggested that in determining eligibility of members of a nuclear
family, (considered as a unit) , the total income be apportioned among the mem-

bers using the same weights as suggested above for age factors, without regard

to other increments. The needs of each individual (i.e. individual benefit

level) taking all factors into account is then measured against the individ-

ual's imputed income. Any deficiency is then made up as a benefit. Thus a

benefit might accrue to a disabled member in a family not otherwise eligible.

This would apply to both disabled spouses and disabled children. Persons over

65 could also qualify for disability increments based on actual impairments.

The nuclear family is perceived as consisting of spouses and minor children.

Thus this model maintains the same provisions for relative liability as are

currently applicable in the SSI program, where spouses are liable for each

other and parents for their minor children. However, each adult is assigned
a similar level of need regardless of sex or marital status. Two adults re-

ceive twice the single benefit whether or not living together.
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Thus, the basic unit benefit plus its increments indicated above, would
be paid (in the absence of offsetting income) to or on behalf of each eligible
individual regardless of his living arrangements. Spouses would receive com-
parable amounts, as would single persons who choose other living arrangements,
such as self-selected small groups, and congregate facilities, as well as more
traditional long term care. "Long term" would refer to any arrangement (other
than a hospital providing intensive care) in which the client or beneficiary
remained as a resident (or patient) for more than (say) six months, unless a

relatively certain date close at hand could be set for return to a previous do-
mestic setting.

Under the new approach which we are suggesting, the costs of maintenance
in long term care facilities providing both room and board, and care beyond
the personal services coverable by the personal care allowance (attendant care)
outlined above, would be split between a "personal liability" for basic main-
tenance payable out of the assistance benefit (including increments) and a

health or other extraordinary care component which is paid for and controlled
for quality from within the health financing system. Similarly, pubic schools
will, in the future, provide appropriate education to school age children in
all settings, including long term care institutions.

3. Assets :

The rapid or near-complete draw down of assets is undesirable where long
term disability is a factor. Emergency reserves above the current $1500 speci-
fied in SSI should be permitted. It is suggested that above a certain dis-
regarded minimum, (which should be included) , liquid assets be treated as po-
tential sources of income (at say, 6% rate of return). Thus, a person having
an asset of $100 which is not producing actual income would be presumed to

have $6 annual income from it.

4 . The Impact of Work Requirements and Earned Income Disregarded on the
Disabled :

It must be emphasized that work incentives and work requirements are not

the answer to dependency for those disabled persons eligible for cash assist-
ance under present law, since by definition they are unable to earn an income

adequate for self-support. This population should clearly remain exempted from

any work requirement. At the same time, it is desirable from both an economic

and psychological point of view that those disabled persons who can be par-

tially productive, even if only in a very modest way, should be encouraged to

do so and should be allowed to enjoy the fruits of their labor through earned
income disregards and an enlightened benefit reduction rate which allows the

retention of a significant portion of earned income.

In this connection, we wish to point up the need to identify earned in-

come in a consistent manner, taking into account the Department of Labor cri-

teria, as well as those enunciated in recent court cases (Souder v. Brennan)

which define employer /employee relationships. Persons in long term sheltered

employment who are paid in accordance with productivity on Department of Labor

certificates, for example, should enjoy disregards.

In addition to those severely disabled persons meeting the categorical

eligibility requirements of present law, there are many less catastrophically
handicapped persons whose impairments do not meet the categorical definition
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but who are nevertheless unable to earn adequate income, Many of these per-
sons work full-time in marginal wage positions. They, too, should be eligible
for Federal income support, although here a limited work requirement may be
appropriate.

In examining work requirements, it should also be recognized that the

care of a disabled or incapacitated family member, of whatever age, in the

home is justification for permitting the family head (or other adult family
member) to remain in the home, entitling him to an exemption from any work re-
quirement otherwise imposed by the program.

III. SERVICES :

There will remain a great need for services of various kinds. It is our

view that the major state role will lie in assuring the availability of needed
services (social, tehabilitational, health related, et. al.) and in providing
the kind of institutional support (i.e. grant-in-aid rather than fee for serv-
ice) which will give stability to the various collective enterprises and agen-
cies, public and private, which need to be in place. Aid to states should con-
tinue in the form of Federal formula grants in health, education, rehabilita-
tion, social services, etc.

We anticipate that social services (as generally encompassed under Title
XX) will become more nearly universal on a non-means tested basis. We forsee
that, in addition to information and referral and protective services which
are not means tested at present, certain other intermittent or incidental or

low cost types of services can be made more generally available without re-
peated individual eligibility determination. This is not to say that fees
could not be charged to the public under appropriate circumstances provided
they were structured so as not to act as a barrier or serious deterrent to

needed use. Many cities today provide heavy subsidies to their transporta-
tion systems, but also collect fares. In addition, reduced fares are made
available to some populations. The standard fares become part of any calcu-
lation of the cost of living in that town.

Our proposal that disabled recipients of public assistance be allowed a

standard disability increment, expendable at their discretion for immediate
personal needs Including personal assistance, if necessary, is accompanied by

the recognition that services not so covered which may be of a more costly or

professional nature should be controlled for quality in the public interest,

either in the health care sector or in the social services sector. This would
apply, for example, to health related home maker services.

We would also see the utility of having states, either from their own re-

sources or from Title XX funds, take responsibility, as they do now, for meet-

ing really extraordinary special cash needs of individuals, as well as emergen-

cies related to basic maintenance.

IV. EFFECT ON CURRENT PROBLEM AREAS :

1. Arbitrary Provisions Relating to Living Arrangements :

Federal cash assistance programs have traditionally utilized recipients’

living arrangements and institutional status as a criterion of eligibility.

Further, benefit rates have consistently been adjusted according to these same
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factors. Eligibility and benefit levels are additionally affected by the na-
ture of the institution (medical versus social care, private versus public
ownership) in which the recipient resides. The resulting crazy-quilt pattern
makes persons living in a family household eligible for a benefit reduced by
one- third, and persons living in publicly-operated facilities ineligible for
any benefit - unless the facility is a Medicaid facility- in which case the re-
cipient is entitled to $25, or a non-medical "community residence" with sixteen
or fewer residents, in which case the recipient is entitled to full benefits.
Persons living in private non-profit or proprietary medical or social care fa-
cilities, as well as persons living alone, are eligible for the entire SSI ben-
efit amount.

This pattern, confused at best, is based on obsolete assumptions as to

the nature of various institutions, the intergovernmental relationships in
financing institutional care, and familial responsibility for the support of

adult disabled relatives. In addition, these various provisions are designed
around the fact that the Medicaid program, through vendor payments to providers,
pays for basic room and board as well as health service costs of recipients in
Medicaid long term care institutions.

Our model improves equity and offers simplicity by attaching basic main-
tenance entitlement to the individual regardless of his place- of residence .

It further assumes that health care costs (beyond a possible modest uni-
form deductible, payable out of one’s own income from whatever source) will be
covered under "national health insurance." Universal health coverage will ad-
dress the present notch problem encountered by the physically disabled person
who loses much in the way of medical benefits when he transits from welfare to

emplo3rment. This problem is also encountered by the mentally retarded in
slightly different form because their earned income levels are likely to be
marginal; thus even routine medical expenses deplete available income quite
rapidly. Until universal medical coverage is achieved, some method should be
devised by which persons with uninsurable disorders or marginal incomes can buy
into Medicare or be otherwise covered for these extra hazards. As an interim
approach, medical indigency with spend down provisions should be recognized in

all states.

2. Incentives to Institutionalization ;

It is increasingly recognized that significant numbers of aged and dis-

abled persons (including disabled children and youths) are institutionalized
in nursing homes, public mental hospitals and mental retardation facilities
not because their condition requires the twenty four hour supervision and pro-
fessional medical or therapeutic intervention which characterize such institu-
tions, but because more suitable alternative living arrangements in the com-
munity do not exist. For many disabled and aged persons, the essential need
is for a sheltered living arrangement such as a group home which combines con-

tinuing social supervision and guidance with limited personal care and skills
training or reinforcement.

The proliferation of such facilities has been sharply limited, however,

by the difficulties in securing stable financing arrangements for them. While
Federal vendor payment support of traditional institutions is massive, no such
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vendor payment scheme exists in the case of "social care" provided by non-
institutional facilities. Indeed, very little Federal support in any form is

channeled toward social care facilities.

As a result, basic operational expenses for social care facilities have had
to be met in significant part by the individual contributions of residents. In
the case of SSI recipients, however, the benefit level is generally too low to

begin to meet actual room and board costs plus costs incidental to such "social
care." Thus there has been a need for subsidies by the public sector, alone or

in combination with support from private, non-profit charitable organizations.

The original SSI statute counted any such support from private, non-profit
sources as unearned, in-kind income and reduced Federal benefits dollar-for-
dollar by the amount of that support. Contributions by state or local govern-
ment were similarly treated, unless they took the form of a monthly cash sup-
plement to the individual’s Federal benefit. Payments made to the facility it-
self on a lump sum or per capita basis, regardless of frequency, were counted
as unearned income to the residents and reduced their Federal benefits by a

like amount. This counter-productive, frustrating situation effectively pre-
cluded states and local governments and private groups from subsidizing facil-
ities, thus joining their resources with those of the individual SSI recipient
to support him in a non- institutional setting.

Subsequently, the Congress enacted two amendments to the SSI law which
ended the counting of private, charitable support (Church amendment) and state
and local government support (Keys amendment) as income to the SSI recipients
living in social care facilities. The concepts underlying the Church and Keys
amendments should be retained in any reform of the income maintenance system
and its approach to defining unearned income.

The present SSI law also reduces by one-third benefit levels to persons
"living in the household of another" on the grounds that such persons are re-

ceiving in-kind income in the form of free or subsidized room and board. The

statute assigns such in-kind income a presumptive value of one-third of the

SSI benefit level for the sake of administrative simplicity. This reduction
occurs regardless of whether the recipient contributes toward his support by

the family by paying them all or a portion of his monthly benefit, except in

cases where the individual contributes his full pro rata share of household
expenses. Because the SSI benefit levels are so low, however, recipients are

not afforded the financial resources to contribute their pro rata share of

household expenses except where the households in which they reside are them-

selves functioning at marginal income levels.

The one-third reduction presents significant financial disincentives to

families to care for an aged or disabled relative at home. It requires fam-

ilies - through the back door of the SSI statute - to assume the costs of basic

support and maintenance (room and board) for their aged or adult disabled rel-

ative, if they wish that relative to remain in the natural home. In the case

of families who have borne the extraordinary costs (social and emotional, as

well as financial) of raising a severely disabled child, the prospect of un-

relieved responsibility for basic support and maintenance during the adult-

hood of the disabled offspring, is particularly burdensome. The present one-

third reduction, which applies to any living situation "in the household of
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another," also sharply limits the ability of the recipient to contribute to-
ward his support in the home of a friend or some other unrelated individual.

Federal income policy should strengthen incentives to families and other
non-related individuals to care for an aged or disabled person within their
home. It should facilitate the ability of the aged or disabled recipient to

maintain himself in a non-institutional setting, by affording him sufficient
resources to contribute meaningfully towards his support in such settings.
It should not create a situation in which a socially vulnerable and depend-
ent recipient is encouraged to live alone in order to maximize his clearly
meager cash benefit.

Our proposal meets this knot of problems by providing full benefit levels
based on level of impairment, regardless of a recipient’s living arrangement .

It also enhances self-esteem and client self-determination by placing greater
discretion in his hands in meeting his immediate needs.

3. Restraints on Eligibility of Children :

Present law extends entitlement for cash benefits to severely disabled
children in low- income families, some two-thirds of whom appear to be mentally
retarded. This extension of coverage was intended as a much-needed step in the
direction of assisting families in meeting the additional costs which are in-
herent in raising a severely disabled child. Unlike Aid to Families with De-
pendent Children, it could reach low-income intact families.

Unfortunately, the maximum income which a family may earn and still qual-
ify its disabled child for cash assistance was not indexed.

Our model automatically addresses this defect by indexing all variables
and by providing disability increments to children as well as to adults .

4. Exclusion of the Prlmapara :

Under present law, the low-income woman pregnant with her first child be-
comes eligible for cash assistance only after the child is born, unless she

chooses to join the household of an eligible relative who already has a child
or resides in a state which has exercised its option to extend coverage to un-

born children.

In the prevention of handicapping conditions, it is especially important
that the mother receive adequate prenatal care. It is also vital that the in-

fant be well cared for during and immediately following delivery and that any

defects or abnormalities be promptly identified and treated. Furthermore, the

expectant mother must have access to needed social services and sufficient in-

come to maintain her health and nutrition during pregnancy. Yet, because the

low-income mother pregnant with her first child is unlikely to be eligible for

cash assistance and because eligibility for cash assistance is so intimately
tied to eligibility for medical assistance, this mother is now usually totally
overlooked by these major federally assisted systems.

Our model, like many other proposals, addresses this problem by eliminat-
ing discrimination against childless couples and single persons .
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5. Inequitable Treatment of Most Severely Disabled and Partially Disabled :

While we support the principle of an earned income disregard, beyond work
expenses, for the disabled, we point out that under present rules such dis-
regards favor the least disabled (among the eligible) as compared with the
most disabled, who also have the greatest expenses. Moreover, there is a vis-
able notch at the point at which a person who earns more than the substantial
gainful activity test by a small amount becomes totally ineligible, while the
person who stays slightly below can have a net income in excess of the substan-
tial gainful activity level, as well as maintaining his/her Medicaid benefits.

Our model partially addresses this problem of inequity by providing an
additional disability increment for the most disabled persons . Moreover, by
"decategorizing, " welfare reform will permit handicapped persons (such as the

mildly retarded) who do not meet the present work disability test (SGA) but
whose incomes are insufficient to meet basic needs, to participate in the sys-
tem, thus minimizing the notch.

V. PROTECTED PAYMENTS :

Prior to SSI, the Social Security Administration gave considerable atten-
tion to the selection and monitoring of representative payees. Yet, even then,

it was difficult to find responsible individuals, other than service providers,
to undertake this advocacy role for the many elderly and disabled persons who
lacked relatives conveniently situated. With the advent of SSI the problems
multiplied disproportionately. This matter has been of special concern to the

National Association for Retarded Citizens because a large proportion of those

who receive SSI as persons disabled by mental retardation have impaired ability
to handle their own funds.

It is not anticipated that welfare reform will further aggravate this

problem. Nor is the basic problem statutory at this time. Rather, better

mechanisms must be found for securing responsible and independent payees. NARC

is, with the aid of a multi-agency HEW grant, demonstrating a model of citizen

advocacy which has some promise for contributing to solutions of the payee

problem. It seems likely that implementation of this model may be accelerated

by the new requirements in Section 113 of the Developmental Disabilities Act

that the states implement a system of protection and advocacy for persons with

mental retardation or other developmental disabilities.

NARC seeks an opportunity to collaborate in further experimental approaches

to this problem. We recommend that, concurrent with efforts to draft a legis-

lative package, some funding be made available to demonstrate alternative ap-

proaches to the recruitment, training and supervision of private citizens and

voluntary groups as representative payees.
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THE CHILD HEALTH ASSESSMENT PROGRAM

POSITION SUMMARY OF

THE NATIONAL ASSOCIATION FOR RETARDED CITIZENS
THE EPILEPSY FOUNDATION OF AMERICA

UNITED CEREBRAL PALSY ASSOCIATIONS, INC.
THE NATIONAL SOCIETY FOR AUTISTIC CHILDREN

The NARC, UCPA, EFA, and NSAC are opposed to the Administrations ’ s Child Health
Assessment Program (CHAP) proposal because it fails to mandate follow-up treat-
ment services for developmentally disabled children. Leaving the provision of
such services optional to the state - as is now the case under DPSDT - has
meant and will continue to mean that developmentally disabled children will not
receive the treatment services they need.

The Administration’s failure to require follow-up treatment services for men-
tally retarded and other developmentally disabled children appears to be moti-
vated by a concern that the costs of providing such services will be prohibi-
tive to states. An unstated, but underlying assumption appears to be that such
children are at high risk for long term institutional care.

Such an assumption is not warranted. The overwhelming number of developmen-
tally disabled children are mildly handicapped and do not require institutional
care. Even among the more severely handicapped population, however, institu-
tional care is only rarely called for and need not be long term. Equally im-

portant, it must be recognized that early intervention and followup can prevent
the development of some forms of developmental disability (such as mental re-

tardation caused by inborn errors of metabolism) , can dramatically reduce the

severity of the disability (as in many seizure disorders which, if untreated,
significantly increase in frequency and intensity of occurrence); and can com-
pensate for disability-produced impairments (as in the case of children with
cerebral palsy who, with appropriate therapy, can overcome communication and

motor difficulties). The provision of early intervention, in other words, is

a significant factor in reducing the need for long term institutional care

among the developmentally disabled childhood population.

In assessing cost, it must also be remembered that severely developmentally
disabled children eligible for Medicaid as SSI recipients or as AFDC children
will become eligible, in most cases, for Medicaid as adults on the basis of

their disability. Non-disabled AFDC children, by contrast, will generally lose

eligibility for Medicaid when they reach their majority. Thus, the disabled
Medicaid child will also be Medicaid’s responsibility as an adult. If these
children are not reached in childhood - when the possibility of reversing or

reducing disability is greatest - the long term cost to Medicaid will be dra-

matically increased. This point seems not to have occurred to the drafters
of CHAP.

continued
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It has been well-documented that disabling conditions occur with greater fre-

quency among the low income population which Medicaid is designed to serve.

It is also established fact that early intervention can significantly reduce
the lifelong impact of these disabilities. Failure to serve these children
is, in our view, a gross inequity based on faulty assumptions and limited
vision.
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The national Association for Retarded Citizens is pleased to take this
opportunity to present our views on national health insurance. We welcome the
serious consideration being given by the Committee to the enactment of national
health insurance this year. Securing adequate health insurance protection for

mentally retarded citizens has been and remains a very serious problem with
which this Association is deeply involved. All too often, the six million men-
tally retarded persons in the United States are unable to obtain coverage be-
cause of the categorical exclusion by private insurers of certain conditions
and diagnoses. Where insurance is available, the costs are often prohibitive,
based on individual rather than group rates. We believe the time has long come
to end these practices, which discriminate unfairly against mentally retarded
persons.

We firmly maintain that mentally retarded persons should obtain health care
through normal channels available to all citizens, such as health insurance.
This health insurance coverage must be tailored to meet the general health
needs of mentally retarded persons as well as diagnostic and medical treatment
needs specific to the condition of mental retardation.

COVERAGE

We recommend a national health insurance program with universal coverage,
including all mentally retarded citizens. In this connection, we have some
concern with a system where an individual’s eligibility is determined by his
work status or his membership in a particular population. The greatest cau-
tion must be exercised to assure continuity of coverage when a person moves
from one group to another. For example, an adult disabled child who moves out
of the parental home or a mentally retarded person who changes his sheltered
workshop employment status must be protected by an automatic mechanism which
prevents lapses in coverage.

BENEFIT STRUCTURE

The National Association for Retarded Citizens recommends that a compre-
hensive benefits package be enacted. None of the bills before you provide the

scope of benefits which we believe are essential for mentally retarded persons.

We recommend the following benefits structure:

Physician’s services, including an annual physical examination

Inpatient hospital services

Laboratory and X-ray services

Rehabilitation services (see attachment A for definition)

Outpatient and inpatient physical therapy, occupational
therapy and speech therapy services

Audiology services and vision services
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Podiatrist services

Clinical psychology services where required for diagnosis
and evaluation of mental development or as a necessary
adjunct to a physician’s services

Long-term care services:

Skilled nursing and intermediate care facility services

No spell of illness requirements.
No limitation on length of stay for children under

age 22 under basic benefits.
Universal coverage for all age groups under

catastrophic plan.
Home health services.

Prescription drugs

Medical appliances, supplies, and assistive devices

Ambulance services where medically indicated

Well-child care to age 18:

Early and periodic screening, diagnosis, and
treatment

Dental services
Hearing services
Vision services, including eye-glasses

Preventive services:

Family planning
Genetic counseling
Comprehensive prenatal and maternal care
Postnatal care, including care of premature

infants
Annual physical examination for adults

The benefits we have proposed in this statement would assure coverage for

general medical and health-related care as well as specialized services which
are necessitated by the condition of mental retardation and where liability
for such care would otherwise be vested in the individual family.

Preventive Services :

The National Association for Retarded Citizens places very great emphasis
on preventive services. It is estimated that the prevalence of mental retar-
dation in our country could be reduced by one-half if American citizens only
availed themselves of existing preventive technologies and services. In Novem-
ber of 1971, President Nixon pledged his personal commitment to halving the
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incidence of mental retardation by the close of the century. President Ford
reiterated this pledge soon after assuming the Presidency. In doing so, both
Presidents noted that this is a realistic goal well within the reach of our
society.

Genetic counseling for families at risk, family planning, prenatal and
postnatal care, and comprehensive early childhood diagnosis and intervention
must be covered under national health insurance. These services are of crit-
ical importance in reducing mental retardation caused by prematurity and other
factors

.

In addition, we believe that the Maternal and Child Health programs au-
thorized under Title V of the Social Security Act should be redirected so that

a number of critical preventive services could be made more widely available
through the public health service delivery system. Immunizations against mea-
sles and rubella, screening for carriers of Tay-Sachs disease and other genet-
ically transmitted conditions which contribute to mental retardation, and test-
ing for lead and heavy metals and the presence of other environmental toxins
which cause mental retardation, are all examples of procedures which may be
more cost-effectively performed through such delivery systems.

Long-Term Care :

It is a well-established fact that comprehensive intervention and treat-
|i ment programs for mentally retarded persons can result in substantial gains in

health status, level of independent functioning, adaptive behavior, and for
some, employment status. For many persons, and particularly in the case of se-
verely and profoundly retarded persons, such services are most accessible
through long term institutional auspices — typically an intermediate care fa-

cility or skilled nursing facility. For some, residential treatment programs
in such facilities may be of relatively short duration, while for others the

residential milieu may be required over a number of years. Even for the short
term, however, costs of such care represents a very heavy financial burden for

the mentally retarded individual or his family. It is of vital importance
that long-term care — one of the most devastating financial responsibilities
which a family can experience — be covered under national health insurance.

We are fully cognizant of the fiscal implications of such a move, but must

nevertheless insist on the urgent need to provide some protection to mentally
retarded individuals or their families who are at economic risk. We believe
that national health insurance should ultimately cover the full gamut of long-
term care for all citizens, under the basic benefit package. At the very least

however, coverage for children under age 22 for intermediate care facility serv

ices and skilled nursing services should be immediately available in the basic
benefit, and coverage for all age groups for intermediate care facility and

skilled nursing facility services should be covered under a catastrophic plan.

One strategy for reducing the cost impact of such long-term care coverage

would be to cover the cost of services above room and board only, after the

patient or resident has been receiving institutional services for more than

six months. The patient (or in the case of a child, the family) would be re-

sponsible for paying costs attributable to room and board, while the national
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health insurance system would be liable for the costs of services only. Such
an approach would also alleviate the incentives for institutionalization,
which are created through the vendor payment system.

COST-SHARING

Cost-sharing is increasingly regarded as an effective lever for inducing
more appropriate patterns of utilization of health services. The National
Association for Retarded Citizens, however, is not convinced that the case for
cost-sharing has been satisfactorily made. It is not at all clear that cost-
sharing is as influential a factor in beneficiary decision-making as its boost-
ers proclaim. In addition, we are very concerned that the maximum annual
liability for all forms of cost-sharing — premiums, deductibles, and co-
payments — be set at a level which will not prove so restrictive that access
to necessary care is prevented or discouraged.

In addition, we believe that it is disastrous to establish any cost-sharing
for preventive services. In the case of preventive services, incentives for
securing increased utilization must be sought. It is estimated that one-half
of all mental retardation is preventable; the health and social costs averted
through such prevention is enormous. The cost/benefits of preventive services
available under the maternal and infant care program under Title V of the
Social Security Act (Maternal and Child Health) have already been demonstrated.

We, therefore, strongly recommend that deductibles and co-payments not be
applied to genetic counseling, prenatal care, well-child care, and annual phys-
ical examinations. It is imperative that the structure of cost-sharing under
national health insurance actively encourage public participation in preven-
tive care.

CATASTROPHIC COVERAGE

We believe that protection against the catastrophic consequences of pro-
longed illness or chronic disability is one of the most pressing issues before

this Committee. Private insurers have heretofore been unwilling to assume the

risks associated with catastrophic coverage; as a result, persons suffering
from serious illness or disability are today left with crushing burdens after
the benefits of the system have been exhausted. In the case of chronic impair-

ments which originate early in life, such as mental retardation, cerebral palsy,

epilepsy, and autism, the cumulative financial and social effect on the individ-

ual and his family can be devastating. The catastrophic consequences of mental
retardation more often than not take the form of the need for long-term care,

typically in an institution for the mentally retarded classified as an inter-

mediate care facility, and occasionally in a skilled nursing facility. It is

absolutely vital that catastrophic coverage for both intermediate care facility I

services and skilled nursing facility services be available for all persons
under national health insurance. \

No person or family not already in poverty should find itself forced to

financial dependency as a consequence of catastrophic illness or disability.

The financial risks associated with prolonged illness or severe chronic dis-
ability must be distributed through a social insurance program.
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Insurance coverage against catastrophic medical, rehabilitative, and
health-related expenses should be universally required, with the government
financing the cost of premiums for low- income persons and families. Catas-
trophic expenditures should be defined as a maximum annual liability, related
to income, beyond which necessary medical, rehabilitative, and health-related
expenses cannot be met without major alteration in the individual’s or family’s
standard of living.

We suggest a $1000 annual per person limit on liability or a $1500 per
annum per family limit prior to catastrophic coverage.

PROVISIONS FOR LOW-INCOME PERSONS

We believe that the enactm.ent of national health insurance provides the
opportunity for reform of the current financing structure for health care for
low-income persons. The inequities of the present Medicaid program are notor-
ious and must be eliminated.

Ideally, health care for low-income persons should be financed through
the same insurance program available to other income groups, with the proviso
that deductibles, premiums, and co-payments be related inversely to income and
eliminated entirely for the lowest income groups, with the government paying
this cost directly.

If the Committee follows this course, however, it is critical that the
present Medicaid-eligible population be held harmless against any loss in

coverage resulting from a national health insurance program with less broad
coverage than is currently available under the state plan for medical assist-
ance in the individual’s home state. It is particularly critical that persons
now eligible for intermediate care facility services in institutions for the
mentally retarded under the Medicaid programs retain this benefit.

Reliance on health insurance as the financing mechanism for low-income
persons requires that the benefits and coverage under national health insur-
ance be sufficiently comprehensive to assure that no needy person must forego
necessary medical, rehabilitative, or health-related care for lack of financial
resources

.

If the scope of benefits under national health insurance proves inadequate
to provide this assurance, the Medicaid program must be retained but with sub-
stantial reforms:

—The income test for eligibility must be standardized throughout the nation;

—Categorical requirements for eligibility must be eliminated;

—Non-income-producing assets and resources should not be considered in

determining eligibility; and

—Covered services must be uniform for all states, and must be expanded

to cover intermediate care facility services as a mandatory item of service.
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ADMINISTRATION

We believe that national health insurance should be federally administered.
Experience under the Medicaid program indicates that a joint State/Federal ad-
ministrative structure inevitably results in a proliferation of different eli-
gibility standards and benefits from one state to another. The resulting in-
equities are unacceptable, we believe.

REIMBURSEMENT

We believe that payment for covered services should be made directly to

service providers, rather than directly to patients who must then reimburse pro-
viders. Without direct provider reimbursement, the immediate out-of-pocket
costs to low-income or disabled persons can constitute a substantial barrier to

health care.

In addition, all providers, except private practitioners, should be re-
quired to accept the national health insurance reimbursement rates as payment
in full. In the case of private practitioners, any rate to be charged above
the national health Insurance payment should be discussed with the patient
prior to service and a ceiling on the total allowable billing should be
established.

Regardless of whether the health needs of low-income persons are met
through health insurance alone or through a combination of insurance and Medi-
caid, the critical functions of case finding, case management, referral and re-
source inventory, transportation, and follow-up services must continue to be
available to low- income persons. National health insurance cannot stand alone,

but must be buttressed by an organized case management system. Otherwise, sub-
stantial numbers of low- income persons will be unable, as a practical matter,
to avail themselves of covered services or benefits. Indeed, these support
services should be available universally, through the public health delivery
system and the social services program.

We are most appreciative of this opportunity to share the views of the
National Association for Retarded Citizens with the Committee on Ways and Means.

MR 76



2077

"Rehabilitation Services"

"The term ’rehabilitation services’ includes the following items or

services furnished to physically or mentally disabled persons under a medi-
cally directed plan and related to the achievement of specific outcomes regard-
ing mental and physical functional capacity or the prevention of deterioration
in the disabiling condition of the patient:

"(1) Physician service, including diagnostic and therapeutic services;
"(2) Physical therapy, occupational therapy, and other medically neces-

sary therapies;
"(3) Speech therapy, audiology, and vision services;
"(4) Prosthetic and orthotic devices, including testing, fitting, or

training in the use of prosthetic or orthotic devices;
"(5) Social and psychological services;
"(6) Nursing care provided by or under the supervision of a profes-

sional nurse;
"(7) Drugs, biologicals, supplies, appliances, and equipment, includ-

ing the purchase or rental of equipment; and
"(8) Such other services as are medically necessary for the mental and

physical restoration of the patient, or the prevention of his deterioration,
and are ordinarily furnished by a hospital, skilled nursing facility, or

home health agency.

"Inpatient hospital rehabilitation services are such rehabilita-
tion services as are certified by a physician specializing in

rehabilitation medicine as required on an inpatient basis for

the medical diagnosis or treatment of the patient based on fac-

tors such as the need for direct and continual supervision of

the patient and the degree of intensity of the service."

Prepared by the National Easter Seals Society
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SUM>1ARY

The Liaison Task Panel on Alcohol-Related Problems has, as its primary
recommendation, urged the President’s Commission on Mental Health to propose
a National Commission on Alcoholism and Other Alcohol-Related Problems. In
support of this proposal, the Task Panel presents its findings with regard to

the scope, magnitude, and nature of the diverse and complex problems surround-
ing the use of beverage alcohol in this country.

The second major position of the Task Panel has to do with coverage under

any National Health Insurance plan. The medical complications associated with
frequent, heavy alcohol usage are more prevalent and more serious than with
most mental health conditions. These associated morbidities and sequelae sup-

port a stronger argument for inclusion of alcoholism on the same basis as any
other chronic health condition. The contention of the panel is that the medi-
cal aspects are currently being treated without addressing the underlying
causation, resulting in inappropriate—and perhaps more expensive—treatment.

Other options offered by the Task Panel relate to situations where there
is an interface between mental health and alcohol-related problems. Even in

these instances, both the commonality and uniqueness of the two areas, i.e.,

mental health problems and alcohol-related problems, are explicated.

Briefly, the findings of the Task Panel resulted in the following
recommendations

:

1. That the Commission recommend to the President
that he initiate and support the establishment
of a National Commission on Alcoholism and
Alcohol-Related Problems to investigate the
various aspects and manifestations of alcohol-
related problems, examine and evaluate the
existing remedial actions, and make recommenda-
tions on an integrated national alcohol problems
prevention and treatment policy to both the
President and the Congress.

2. That in the adoption of any national health in-

surance plan or alternative funding support for

health care, the treatment of alcoholism, and of

the problems of the family of the alcoholic, be
categorically covered at a level no less than
that of any other illness.

3. That adequate resources be committed to devise,
implement, and evaluate strategies of prevention,
recognizing that such strategies require long-
term allowances for effective evaluation.

4. That the Federal financial commitment for research
on alcoholism and other alcohol-related problems

be substantially increased to a level of at least
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$30 million for fiscal year 1979 and that both
authorizations and appropriations for subse-
quent years be commensurate with the need for

sound policy and planning efforts.

5. That the Commission emphasize the need for

greater sensitivity by policymakers and service
providers to the needs of special population
groups who are at particularly high risk in

connection with alcohol problems or who are
now served either inadequately or inappropri-
ately. Such groups include but are not limited
to women, youth, the disabled, the aged, homo-
sexuals, migrant workers, children of alcoholics.
Blacks, American Indians, Spanish-speaking Amer-
icans, and Asian Americans.

6. That the Commission recognize and endorse the
need for quality assurance programs in the areas
of mental illness, drug abuse, and alcoholism
treatment services and further recommend to the
President that these fields be given responsi-
bility, as appropriate, to develop their unique
quality assurance programs under any national
health insurance plan adopted in the future.
Further, that these programs be oriented toward
clients rather than providers and that there be
monitoring of alcoholism services rendered in-
cluding accountability to the planning process
and the funds allocated.

7. That in view of the success of certain Community
Mental Health Centers in rendering effective alco-
holism treatment services, the Commission encourage
the development of similarly effective and account-
able programs in those Community Mental Health
Centers whose service areas do not currently contain
adequate alcoholism treatment capacity, as well as

in those State mental hospitals where alcoholism
treatment services are still in existence. This
recommendation is not intended to designate a

mental health setting as the treatment milieu of

choice for alcohol problems but rather to recog-
nize the substantive percentage of people currently
seeking help for alcohol-related problems through
the mental health delivery system.

The Liaison Task Panel on Alcohol-Related Problems has attempted to be
responsive to the charge of the President’s Commission on Mental Health. The
Task Panel felt that it could only fulfill its responsibility if the report
reflected its perceptions regarding the nature and size of the problem and
if the recommendations it made grew out of those perceptions. If it were
necessary to distill the Panel’s priority concern into one recommendation.
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it would be that an adequately funded and staffed National Commission on

Alcoholism and Alcohol-Related Problems be established to look at the

problem area in the context and depth it so obviously requires.
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INTRODUCTION

The Liaison Task Panel on Alcohol-Related Problems appreciates the op-
portunity of presenting its report to the President’s Commission on Mental
Health. This report supplements and incorporates the recommendations
submitted by the Task Panel on December 1, 1977,

With regard to this report, it seems appropriate and necessary to point
out some of the inherent limitations and constraints within which it was
developed. As the Commission is aware, there were only two meetings of the
full Task Panel and a compressed time frame within which to formulate a re-
port. Additionally, this Task Panel is addressing an area of concern so
vast, pervasive, and multifaceted that it was impossible to contain the de-
liberations within the matrix of the Mental Health Commission’s perspective.
Add to this the absence of substantive staff resources and one appreciates
the fact that the Panel had a difficult situation in trying to address a

major public health problems in an almost cursory fashion. As we have indi-
cated in more detail below, this is part of the rationale for our primary
recommendation: i.e., that a National Commission on Alcoholism and Other
Alcohol-Related Problems be established.
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ALCOHOL-RELATED PROBLEMS

Until recent years the scope, nature, and severity of problems stemming
from the consumption of beverage alcohol in the United States has received
minimal attention. Such data as were generated by responsible groups re-
ceived at best ambivalent response from the public or from organizations,
groups, individuals, and governmental agencies whose considerations and ac-
tivities were, or should have been, affected. In fact, the use of beverage
alcohol in this country lacks consistent cultural norms, reflecting the di-
versity of cultures from which our people stem, and this has hindered the
formulation of any general pattern recognizably national in character. The
use of alcohol, however, as much as many people find it gratifying and reward-
ing, is associated with many severe health and social problems. By some ac-
countings, mortality from alcohol problems ranks third in size after heart
disease and cancer. A recently completed study sponsored by the National
Institute on Alcohol Abuse and Alcoholism (NIAAA) set the cost of alcohol
problems at $42.75 billion for 1975, substantially above the costs assigned
to any other public health problem area so studied. (Third Report to Congress
on Alcohol and Health, National Institute on Alcohol Abuse and Alcoholism,
Rockville, 1977. While the exact figures are arguable, there is no doubt
that the social costs generated by alcohol-related problems are astronomical.
An examination of the supporting data reveals that the health care component
of this total is $12.74 billion, the greater portion of which, $8.4 billion,
is accounted for by hospital care for injury and illness. The latter figure
represents 20 percent of the total cost to the Nation of this particular cate-
gory of health care. Examination of the full extent of the negative conse-
quences of alcohol misuse suggests that it plays a significant role in mor-
tality from a number of chronic diseases as well as in such specific causes
of death as suicide, homicide, and accidents, many of which are not tradi-
tionally associated with alcohol use. It is worth noting just a few of these
to accent the size of alcohol-related problems. Literally a mass of evidence
accumulated in over a score or more studies in this area demonstrates that

drivers with blood alcohol levels of 0.10 percent or higher (the legal driv-
ing impairment level in many jurisdictions) are involved in from 35 percent
to 59 percent of highway fatalities, depending on the particular methodology
and population examined. Fatalities from single vehicle crashes range from

41 percent to 72 percent alcohol involvement, while nonfatal crashes of drink-
ing drivers appear to have more severe consequences than for nondrinking
drivers. As death from falls is the second greatest cause of accidental
death in the United States, it is notable that studies demonstrate alcohol
involvement to a highly significant degree. Violent crime has long been as-
sociated with alcohol consumption; and research findings here demonstrate
that in homicide alone, the range of offenders using alcohol at the time of

the offense is from 28 percent to 86 percent, while victims show alcohol use

involvement from 40 percent to 60 percent, again depending on the study being
examined. Studies on suicide demonstrate a disproportionately high rate among

This, and the following data and the sources thereof in this section are

referenced in the Third Report to Congress on Alcohol and Health, National

Institute on Alcohol Abuse and Alcoholism, Rockville, 1977.
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people with a history of alcoholism or heavy drinking. Other casualties and

crimes with alcohol use as a component include child abuse, marital violence,
industrial accidents, assault, rape, robbery, drownings, freezings, and fires.

Alcohol is involved in such casualties and crimes both in the sense of drink-
ing and drunkenness in the event itself and in the sense of an over involvement
of those with a history of heavy drinking or alcoholism.

Despite a comparatively conservative Federal commitment—a little over

$1 billion total in the 7 years since establishment of the NIAAA—there have
been positive changes in several problem areas. Thus, a modest research
budget has produced valuable findings, not the least of which has been the

recognition of the fetal alcohol syndrome, which has resulted in the dis-
semination of a cautionary statement by the Secretary of the Department of

Health, Education, and Welfare. Training programs have begun to have effects.
Beginning in 1978, questions on alcoholism will for the first time be included
in the examination of the National Board of Medical Examiners. There has also
been an increasing acceptance of the appropriateness of including alcoholism
treatment in health insurance plans. Despite this record, progress has been
markedly limited in comparison with the clear need, and the indications are
that greater effort by the Federal establishment is essential and potentially
effective. The firm opinion of the Panel is that the current low level of
Federal response should be raised to a priority commensurate with the magni-
tude of the problem, and that the Commission lend its support to this goal in

view of the many areas in which mental health and alcohol problems bear
strongly on each other. To this end, the Panel reiterates its recommendations
and offers a basic rationale for each.

Up to the present the Federal response has been primarily through the
National Institute on Alcohol Abuse and Alcoholism, which has been hampered
by the lack of a firm knowledge base, a pattern of fundings that has frus-
trated coherent planning, and by staffing limitations that have impeded
effective evaluation activity and attempts to ensure fiscal responsibility and
accountability in the programs it has supported across the country. The over-
whelming demand, and need, for treatment services has been a consistent drain
on a limited NIAAA budget, to the almost total exclusion of other efforts.
Only recently, for instance, has research begun to assume a priority position,
and its budget still remains substantially below other agencies functioning
within related problem areas. NIAAA’ s financially starved prevention demon-
stration program recently funded its first new grants in almost 3 years.
With NIAAA staffing limitations barring effective program evaluation, and
faced with a token research budget, much of the Federal effort centered in

this agency has of necessity been promulgated more on faith than on known fact.

Staffing of the NIAAA, both as to numbers and as to composition, needs to

be examined. Increased responsibilities for the lead agency at the Federal
level in the alcohol field will require increased and improved staffing.
NIAAA has historically been considerably understaffed for its responsibilities
and has often not been able to recruit staff of appropriate abilities. This
has frequently resulted in the use of contractual mechanisms for fulfilling
responsibilities which should properly be accomplished by staff.

There is an immediate and pressing need for improved coordination of the

Federal alcoholism effort. The existing interagency committee for coordinating
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alcohol-relevant programs and policies has not functioned effectively, in

part because of insufficient interest and representation by other Federal
agencies. A wide variety of Federal agencies impinge on alcohol problems or

are involved in treatment or prevention programs. The existing committee
should be strengthened and new mechanisms of bilateral and multilateral
coordination developed.

Given the current state of the art and of the social attitudes toward
alcoholism, drug abuse, and mental health, the Panel asks that the Commis-
sion recommend to the President the retention not only of categorical funding
for alcoholism but the maintenance of NIAAA as a separate entity. It is un-
realistic to predict the feasibility at any fixed point in the future of some
combination of the lead Federal agencies on mental health, drug abuse, and

alcoholism. However, any merger of the three in the near term for adminis-
trative efficiency could seriously undermine the progress made to date in

the visibility, degree of acceptance as a valid public health problem, and
generation of support among both policymakers and the general public for

efforts to reduce alcoholism and alcohol-related problems.

As noted above, the Liaison Task Panel found it impossible within the
constraints of time and resources to develop and present recommendations on
the full range of alcohol problems policy issues. The Panel also felt such
an attempt would be inappropriate within the framework of the President’s
Commission on Mental Health; while many alcohol problems are mental health
problems, and in fact a substantial part of treatment services for mental
health is treating alcohol problems, there are also many important dimensions
of alcohol problems which lie outside the scope of mental health problems.
Hence our first and foremost recommendation below is for a national commission
specifically addressed to alcohol problems.

Our other recommendations are made in the light of this first recommenda-
tion and in accordance with three criteria: (a) topics specifically relevant
to mental health concerns and services; (b) topics where alcohol problems
policy is likely to be affected by the Commission’s recommendations on mental
health; and (c) topics of sufficient urgency and with enough unanimity to

merit action in advance of the deliberations of a commission on alcohol
problems

.

ISSUE #1: NATIONAL COMMISSION ON ALCOHOLISM AND ALCOHOL-RELATED PROBLEMS

We have already sketched in our introductory comments some of the
dimensions of alcohol’s impact on American life, in terms of mortality, sick-
ness, family and job problems, accidents, crime, mental illness, and quality
of life. Repeatedly in the last decades Presidential or national commissions
have noted alcohol problems as a substantial problem in terms of their field
of reference, but have addressed themselves to alcohol problems issues only
peripherally or in a limited frame.

^

^See, for example. President’s Commission on Law Enforcement and the Ad-
ministration of Justice. Task Force Report: Drunkenness . 1967, pp. 1-5 for
drunkenness offenses, p. 6 for a general recommendation of expansion of
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There is, of course, a very substantial overlap between mental health

problems and alcohol problems, just as there are substantial overlaps of

alcohol problems and a variety of health, public safety, and welfare prob-

lems. But, as suggested by the experience of commissions on law enforce-

ment, drug, abuse, and mental health, alcohol problems as a whole cannot be

adequately addressed in any particular nonalcohol framework, since alcohol
problems reach across so wide a variety of aspects of life.

There are a number of reasons why this is an especially auspicious and

crucial moment for a sustained examination of national policies on alcohol-
related problems. In the last -15 years, average consumption of alcohol in

the drinking-age population has risen by over 30 percent, and survey data
suggest that the proportion of heavy drinkers in the population grew sub-
stantially in the 1960’s. Rises in the rate of heavy drinkers are generally
associated with eventual rises in the long-term health consequences of alcohol
such as cirrhosis mortality. Other major changes in drinking patterns have
also occurred, often with unknown consequences. For instance, in the last 30

years there has been a decisive shift from tavern drinking to drinking in

homes and other private locations. Meanwhile, the basic frameworks of State
and Federal alcohol control laws and regulations have remained unchanged and
largely unexamined since their adoption at the repeal of prohibition. Only
recently is it becoming recognized that these regulatory systems are relevant
to alcohol problems policymaking.

Recent years have seen a substantial growth in the recognition of govern-
mental responsibility for the prevention and treatment of alcohol problems.
Beginning in many States in the 1950 's, and at the Federal level in the 1960’s
and 1970 ’s, substantial treatment systems and facilities for alcoholism and

various alcohol-related problems have been organized and funded. An NIAAA
table on Estimated Caseloads for 1976 suggests the dimensions and polymorphous
nature of governmental alcoholism treatment efforts. If this aggregation of

services can be called a system, it has never been comprehensively examined as

such. Basic decisions about alcohol services need to be made in the near
future, such as their relation to community needs, their sources of funding
on a continuing basis, and their relationship to health maintenance organiza-
tions and national health insurance. Equally important, the nature and

(cont.) research and treatment on alcoholism; National Commission on
Marihuana and Drug Abuse, Second Report. Drug Use in America: Problems in
Perspective . March, 1973. pp. 143, 157, 192, 225, 382; President’s Com-
mission on Mental Health. (Sept. 1, 1977) Preliminary Report to the Presi-

dent . September 1, 1977. pp. 6, 20. Apparently the most recent national
or Presidential commission with a mandate for a systematic study of any
alcohol issues was the National Commission on Law Observance and Enforcement
(report filed January 20, 1931), which studied among other non-alcohol-
related topics the "problem of the enforcement of Prohibition."
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dimensions of alcohol problems prevention programs and measures need to be
addressed as part of the construction of a national alcohol policy.

Recommendation :

That the Commission recommend to the President
that he initiate and support the establishment of a

National Commission on Alcoholism and Other Alcohol-
Related Problems. The panel urges that this commis-
sion be adequately funded and staffed for a 2-year
term, with representation from appropriate areas of

Federal, State, and local government, the Congress,
the sciences, and knowledgeable spokespersons from
the public, voluntary, and private sectors of the

field. The charge of the commission should be to in-

vestigate the various aspects and manifestations of
alcohol-related problems, examine and evaluate the
existing remedial actions, and make recommendations
on an integrated national alcohol problems prevention
and treatment policy to both the President and the
Congress.

ISSUE //2: ALCOHOLISM AND NATIONAL HEALTH INSURANCE

The Task Panel urges the Commission to make a strong recommendation for
categorical coverage of alcoholism under any national health insurance plan
that is developed. Provisions should spell out the specific coverage not only
of medical management of acute toxicity and alcohol-related morbidities but of
a continuum of care based on the needs of the individual. Primary entitlement
for treatment should apply to family members of the alcoholic and should not
be contingent on the alcoholic being in treatment.

Historically, where alcoholism as a diagnosis has not been specifically
included in health insurance coverage (and in many other areas as well) , it

has been effectively excluded. But the health care system is in fact treating
alcoholics under other diagnoses or in the form of sequelae of alcoholism,
the associated morbidities and traumas. The price tag for the current crisis-
oriented approach is enormous. Studies indicate that appropriate diagnosis
and treatment of alcoholism itself is not only better health care but is cost-
effective. The American Hospital Association has estimated that up to 29

percent of all general hospital admissions have complications of alcoholism.
Thus many of the clients of the most expensive treatment setting are there,
frequently under another primary diagnosis, because of alcoholism or a re-
lated disorder. In all too many cases, the underlying problem, the alcoholism,
is ignored and the patient is physically rehabilitated to the extent possible
and released, frequently to return with the same or additional presenting
problems

.

At least one study shows high rates of illnesses, particularly those with
a high stress component including psychological and emotional problems, among
family members of alcoholics. Most of these are covered under the majority of
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existing coverage contracts and presumably would be under national health
insurance. There has not been a general recognition of the need to explore
underlying causes or to look closely at the health care utilization patterns
of family members of identified alcoholics. It is felt that primary entitle-
ment of family members under specific alcoholism coverage would not escalate
costs but would result in more appropriate care and possibly reduce or lower
the cost of ongoing utilization.

The cost to society of inadequate, ineffective, and inappropriate re-
sponse to the treatment needs of alcoholics and their families is not limited
to the health care system. Effective treatment of alcoholism may result in

savings to the criminal justice and social services systems and in produc-
tivity in the workplace. As Department of Health, Education, and Welfare
Secretary Califano stated last year, it is too expensive not to treat
alcoholism.

Recommendation ;

That in the adoption of any national health
insurance plan or alternative funding support for

health care, the treatment of alcoholism, and of

the problems of the family of the alcoholic, be
categorically covered at a level no less than that
of any other illness.

ISSUE #3: THE PREVENTION OF ALCOHOLISM AND OTHER ALCOHOL-RELATED PROBLEMS

Within the broad concept of prevention as related to encouraging the
adoption of healthy life styles based on informed choice by all citizens, the
alcohol problems field and the mental health field have common goals. The
use by a culture of an accepted and readily available mood-altering drug has
implications, both in the rate of use and the consequences, for the general
mental health status and well-being of that culture. But alcohol problems
prevention in particular becomes a political as well as a technical issue, in
that alcohol problems are connected to human behavior which is often valued
and which involves vested moral and economic interests. Effective prevention
programming can therefore exist only in a climate of opinion which sees these
problems as serious enough to warrant questioning of the value system which
condones or denies them and worth the challenge to the moral and economic
interests supporting them. An apt paradigm is smoking and health, and close
examination of this effort and its overall lack of effectiveness may provide
valuable insight and guidance for the development of alcohol problems
prevention techniques

.

Prevention programs have often been thought of in terms of a relatively
narrow range of options: casefinding for treatment, instruction in the
schools, public service announcements through the mass media. A far greater
variety of strategies needs to be considered in any overall prevention policy.
For some alcohol-related problems, for instance, environmental manipulation is

possible to insulate drinking behavior from adverse consequences. For certain
social problems, decreasing the level of sensitivity to the behavior may be an
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appropriate response. In recent years, there has been renewed interest in the

relation of alcohol problems, particularly in their long-term health conse-

quences, to the general level of consumption of alcohol. This interest has
reemphasized the potential relevance of alcoholic beverages control agencies
and regulations, and of certain other regulatory bodies affecting patterns of

drinking, to an overall prevention plan.

The issue of the amount and disposition of taxes on beverage alcohol
needs to be examined in depth. The prices of alcoholic beverages relative to

other commodities have decreased considerably in the last 30 years. A large
part of the price of alcoholic beverages is taxes, and taxes have not been
raised proportionately to the rise in the cost of living. In the decade
1960-70, the per capita consumption of legal alcoholic beverages has risen
by a considerable percentage.

Alcohol taxes have primarily been regarded as a source of revenue; prior

to the initiation of income taxes, alcohol taxes were a very large part of

governmental revenues in many countries. There are also public health as-
pects of the alcohol tax rate which merit careful consideration. A modest
earmarked tax on alcohol would provide a permanent base of support for treat-
ment and prevention of alcohol problems. Since heavy drinkers account for

such a large portion of the total consumption, they would in effect be funding
the attendant social costs.

Since there is substantial overlap between alcohol-related problems, drug
abuse, and mental health problems, it is appropriate to coordinate prevention
efforts in the three fields. However, alcohol problems prevention, involving
a physical and psychoactive commodity plus highly valued behavior, has sig-
nificant differences from mental health and drug abuse problems prevention and
a different mix of possible strategies. In fact, commonalities between pro-
grams of alcohol problems prevention and smoking and health may be greater
than those related to the prevention of mental health and drug abuse problems.

While there is a lengthy history of alcohol problems prevention efforts
in the United States, the knowledge base of the effects of prevention pro-
grams is small. In the present state of knowledge, programs should be viewed
as frankly experimental and should be fully evaluated. An increased commit-
ment to prevention should, as much as possible, avoid creating a large con-
stituency with a vested Interest in providing services in a particular strat-
egy. It is worth noting at this point that prevention strategies which have
the potential of decreasing alcohol sales will not be viewed by the alcoholic
beverage industry other than as a threat to their economic welfare to which
it will react sharply. Yet prevention is critical if the casualty rate, in

its multiple manifestations, is to be lessened.

To date, not only is there no national prevention policy but there is not

even a minimal resource commitment at the Federal level that would allow the

beginning development of such a policy. The demand for treatment services has

captured almost every available Federal dollar except for those secondary
prevention efforts, such as occupational programs, that are basically treat-

ment oriented. An example of this situation is reflected in the FY 1977

budget for NIAAA, in which 35 percent is devoted to treatment and only 3

percent to prevention, excluding block grants to States. In view of these
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facts, the Panel strongly urges the Coinmission to give detailed emphasis in

its deliberations, and in its report with its recommendations to the Presi-

dent, to prevention as a vital need and particularly in the area of alcohol

problems, where prevention is both highly practical and possible.

Recommendation :

That adequate resources be committed to devise, implement,

and evlauate strategies of prevention, with due considera-
tion to the likelihood that such strategies require ex-

ceptionally long time allowances for evaluation; and that
for this purpose the prevention budget for the National
Institute on Alcohol Abuse and Alcoholism be increased
substantially.

ISSUE #4: RESEARCH PROBLEMS

Progress in the development of mental health services and the understand-
ing of mental health needs which stimulated that progress has been founded on
a clearly defined and strongly supported mental health research endeavor.
There is ample justification for a similar emphasis in the area of alcohol-
related problems. Although extramural research on alcohol problems has re-
ceived support in FY 1977 by NIAAA in the amount of $12.9 million, this is

substantially below the allocation to mental health and drug abuse ($80.5
million and $31.3 million, respectively). It is even more substantially
below the need if we consider the limited current knowledge base, with the
result that service investments are now being made on judgments which often
must depend more on conventional wisdom than on scientific analysis and fact.
To place increased research needs in alcoholism on a percentage rather than
absolute dollar basis is of itself not a particularly scientific approach to

the problem, in the eyes of the Panel. The NIAAA FY 1979 research authoriza-
tion has been placed at $30 million, an amount deemed inadequate by the Panel.
As cultural drinking patterns, social policy, and public attitudes with re-
spect to alcohol use are less understood than the role of individual psycho-
dynamics in, and the biological consequences of, alcohol usage, the Panel
would support emphasis on research related to societal factors contributing
to alcohol-related phenomena. Increased resources for research should be
coupled with development of a coherent research policy that would seek to

emphasize and promote research in the most relevant and promising channels,
and the establishment of a systematic knowledge base together with a formal
research utilization program.

Recommendation :

That the Federal financial commitment for research on

alcoholism and other alcohol-related problems be sub-
stantially increased to a level of at least $30 million
per year for fiscal year 1979 and that commitments in

future years be made commensurate with the need for
sound policy and planning efforts.
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ISSUE #5: SPECIAL POPULATIONS

The limited epidemiological data currently available indicate that cer-

tain special populations appear to be at higher risk of or to suffer excep-
tionally from alcoholism and other alcohol-related problems. There are also

special populations who have either been underserved or served inadequately
or inappropriately by those agencies attempting to provide relief of treat-
ment. Some groups have both problems, being at high risk while simultaneously
lacking effective service (for example the North American Indians).

The plight of ethnic groups is generally recognized. Other groups, how-
ever, such as the children of alcoholics, are less well recognized, although
their numbers are vast, their need for preventive help is enormous, and the

potential benefit of specialized programs for them is tremendous. Women are
notoriously underserved.

To meet the particular needs of special and minority populations and to

assure access to adequate and appropriate services will require particular
emphasis. These services should include those appropriate for residents of

urban ghettos, inhabitants of Alaskan villages, or suburban housewives.

Barriers still exist which for many people effectively prevent access to

the health care system. We have been slow to make training available for per-
sonnel who might help meet some of these special needs. Currently available
staff may simply not be available to speak the same language as the client,
either linguistically or culturally.

More often than not, treatment facilities lack wheelchair ramps, and

planning for the blind or deaf alcoholic has been virtually nonexistent.
Nursing homes often refuse admission to known alcoholics.

Clinics and Alcoholics Anonymous groups traditionally are planned for

men without child care responsibility and have been slow to consider the
problems of the single parent who lacks the financial ability to provide baby-
sitters or caretakers while he or she attends therapy groups or nightly
meetings

.

Recommendation :

That the Commission emphasize the need for greater
sensitivity by policymakers and service providers to

the needs of special population groups who are at

particularly high risk in connection with alcohol
problems or who are now served either inadequately
or inappropriately. Such groups include but are not

limited to women, youth, the disabled, the aged,
homosexuals, migrant workers, children of alcoholics.
Blacks, American Indians, Spanish-speaking Americans,
and Asian Americans.
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ISSUE //6: QUALITY ASSURANCE AND PROGRAM ACCOUNTABILITY

As third-party payments for health care become the rule rather than the

exception, and as the prospect of a national health insurance program becomes
more apparent, the concept of quality assurance in the rendering of treatment
services assumes an added dimension through becoming an evaluative mechanism
to facilitate fiscal accountability. Particularly is this true when the
source of payment is the public dollar. National health insurance should
justifiably demand accountability in utilization, standards of care (both
institutional and process), medical or other services audit, and treatment
outcomes. Neither alcoholism, nor drug abuse, nor mental illness treatment
services have fully developed and implemented such quality assurance programs,
many elements in which are held in common by these three systems. Of the
three, only the alcoholism field has developed, through the Joint Commission
on Accreditation of Hospitals (JCAH) , a set of accepted institutional program
standards which have been in effect for over 3 years. Drug abuse is imple-
menting a similarly derived set of standards developed under JCAH, while
standard setting of this nature is still in a developmental stage for com-
munity mental health centers. Currently, strong consideration is being given
to the concept of "core" standards for these three services, stimulated in

part through the development by the Accreditation Council for Psychiatric
Facilities of such core standards for all programs accredited by that body.

Care needs to be exercised in the development of such core standards, so that
those areas which are peculiar to the alcoholism field maintain their
individuality and integrity.

Institutional standards are only the initial basis for a quality assur-
ance program developed separately or conjointly by the three service areas.
Of equal concern is the development, perhaps separately for each field, of
process standards, treatment audit , and outcome criteria. Regardless of the
configuration of a quality assurance program, the element of peer review
would appear basic. There thus derives the need for recognized cr edentialing
of all elements of the treatment team, in particular the counselor. This
need is held in common by alcoholism, drug abuse, and mental health services.

The goal of a total quality assurance program is to assure the consumer
and purchaser that the care purchased was both necessary and of sufficiently
high quality to be worth the cost and justifying the utilization of the

s ervie es emp 1oy ed

.

There are currently definitional and language problems in the fields of

alcoholism, drug abuse, and mental health. Further delay in addressing these
debilitating problems of concept and terminology will be significantly detri-
mental to the field and the progress achieved so far in rendering of quality
care. Although neither drug abuse nor mental health has fully developed and

implemented any specific components of quality assurance to date, there is

little to gain in waiting for either of these related fields to gather a body
of experience in standard setting. Alcoholism is sufficiently unique from
either drug abuse or mental health to warrant the unilateral development of

outcome criteria and process standards if a reasonable consensus on
terminology can be reached.
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To date most efforts aimed at quality assurance have focused on providers
of service. It is important that such systems be oriented toward the best

possible outcome for the patient. The subject of patient rights and the pro-

vision for patient advocates must be addressed in the quality assurance

program no matter what its configuration.

An essential part of an overall quality assurance program must be a

planning process which takes into account a needs assessment for the popula-

tion to be served. It has been traditional for the planning process to be a

mechanism formulated to be in compliance with regulations or some system
through which funds are acquired. Once the plan is formulated it tends to be

forgotten. Quality assurance can only be fully assessed if there is accounta-
bility built into the planning process so that it cannot become simply a paper
exercise. As part of this process, there needs to be a monitoring of alcohol-
ism services, especially where alcoholism services are only one type of serv-
ice being provided in a particular delivery system. This monitoring system
should have as its goal the assurance of quality care at a reasonable cost
for services delivered and that funds committed for alcoholism treatment are
utilized exclusively for this purpose. Such monitoring should be the
responsibility of an alcoholic-specific entity such as NIAAA.

With the advent of national health insurance, it behooves all three serv-
ice areas to formulate a quality assurance program with examination of the

elements common to all and those unique to each. A national health insurance
plan could possibly be formalized prior to the development and implementation
of such a program. The Panel urges the Commission to recognize this eventual-
ity and protect the common interest through a recommendation that the three
fields, jointly and separately as appropriate, be given the responsibility for
and authority to develop quality assurance programs utilizing internal field
technical skills and knowledge as opposed to those derived from other health
care areas.

Recommendation :

That the Commission recognize and endorse the need for

quality assurance programs in the areas of mental illness,
drug abuse, and alcoholism treatment services and further
recommend to the President that these fields be given
responsibility, as appropriate, to develop their unique
quality assurance program.s under any national health in-

surance plan adopted in the future. Further, that these
programs be oriented toward clients rather than providers
and that there be monitoring of alcoholism services
rendered, including accountability to the planning process
and the funds allocated.

ISSUE #7: ALCOHOLISM TREATMENT AND ITS RELATION TO MENTAL HEALTH SERVICES

Rather than developing in a planned and orderly fashion, the institu-
tional response to the treatment needs of alcoholics initially grew out of

only the miost obvious need, often in the face of intransigent stigma and
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prejudice at all community levels and, quite significantly, frequently as the

result of individual and concerted efforts by those who themselves had re-

covered from alcoholism. In this latter respect, the alcoholism field is

unique. Under these circumstances, the approach to treatment needs has been

at once eclectic and pragmatic. The field and its recovered members accepted

the need for the traditional kinds of professional intervention for the physi-

cal and emotional complications, but through hard experience did not find the

professional disciplines able to deal relevantly with many alcohol problems
as such. Although professional attidues played a part as barriers to effec-
tive treatment, it was recognized that the training of the average tradi-
tional health care provider simply could not encompass the range of needs
being expressed.

Thus to a substantial extent alcoholics have moved to meet their own
treatment requirements, as self-perceived, through the development of a self-
help model known as Alcoholics Anonymous (AA) . We should consider the fact
that in its development, its conceptual thrust, and in its "treatment" tech-
niques, AA essentially is a social phenomenon. However, medical, psychologi-
cal, and the more traditional social components of care have tended to assume
their logical places in the alcoholism treatment continuum through inclusion
of this continuum, as appropriate, into the mainstream of community social
and health care services.

Currently, estimates of the number of alcoholics in the United States in
need of treatment vary according to the methodology employed for the determi-
nation. It is generally agreed, however, that whether categorized as alco-
holics (demonstrating physical dependency) or merely suffering from major
disability related to their use of alcohol, several million individuals are
in need of treatment services. To meet this need, and stimulated in part by
active Federal program support beginning in 1970, treatment has expanded to

the degree that by 1976, a caseload of approximately 1,727,340 was recorded
by a variety of care providers specifically offering services for the alco-
holic. (See chart.) From analysis of the settings in which care is provided
and the auspices sponsoring this care, it is obvious that there is redundancy
in these figures. One individual, for instance, could receive emergency care
in a general hospital, followed by halfway house services and then by AA.

Additionally, the factor of relapse is not taken into account. Thus, the
actual number of individuals receiving services must be considered as sig-
nificantly less than the total shown. A conservative estimate, however,
might well exceed one million, as there is little information available on
increasing care rendered by many private sector facilities. Further, al-
though this tabulation may be impressive with respect to the growth in treat-
ment over the past few years, it does not necessarily serve as an assurance
that the population in need is adequately served. Accessibility of care,
especially in rural areas, and above all the quality of care are matters of
serious concern. The percentage of females receiving care, as detailed in

the tabulation, would suggest that this population may be underserved. It

may be that the same situation holds for youth. The environment in which
care is rendered together with staff qualification and attitudes, especially
in those facilities which are multicategorical in the nature of the popula-
tion needs they serve, raises the critical issue of the nature and quality of
care being offered, especially in view of still lingering professional bias
and lack of specific training in treating alcohol problems. Where this care

k'

'k'

f-

k
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ESTIMATED CASELOADS FOR 1976
(Data Derived by NIAAA)

Supporting
Organization Type of Service

NIAAA Comprehensive Centers

(includes 21 CMHC's)

Drinking Drivers

Occupational Programs

American Indian

Public Inebriate

Poverty

Cross-population

NIMH CMHC's (excludes NIAAA funded)

State, local. State, County, Private psychiatric

private hospitals, inpatient &
outpatient

General Emergency & Medical inpatient

Hospitals

Alcoholics Community Resources
Anonymous

Dept, of Drinking Driver (non NIAAA
Transportation funded)

Dept, of Military, all facilities

Defense

Veterans VA Hospitals

Admin.

Halfway Community Resources
Houses

Indian Detox & Medical
Hospitals

TOTAL
* 1975 data

** DoD breakdowns— Detox & Medical
Army 706
Navy 2,324
Marine 651
Air Force 2,644

TOTAL 6325

Caseload % Female
Note of

Sources

64,661

(32,300)

16.6 NIAAA Program
Analysis & Evaluation

21,472 10.8 Same as above

6,790 14.0 Same as above

39,279 21.8 Same as above

18,790 11.9 Same as above

93,238 17.3 Same as above

53,810 18.1 Same as above

89,000* ? 1975 Survey (in press)

171,000* 17.6 Same as above

481,000* 25.0 Hospital Discharge

Survey (in press)

320,000 25.0 Conservative AA
Estimate—General
Services Hqs.

28,000 7.0 ASAP site reports

40,000** "few" DoD progress reports

95,000 1.0 VA

36,000 ? estimated

137,000 ? IHS Office of

Statistics

1,727,340

Resident/Nonresident Rehab. Care

13,097
5,716
7,635
7,074

33,522 = 39,847
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is rendered in multicategorical service settings supported by Federal or other
j

public funds, an additional concern is appropriate fiscal controls to ensure
j

that the funds allocated specifically for alcoholism treatment services are
|

indeed so expended. It is important to note that the development of alcoholism
|

treatment capacity to date in the United States has not necessarily been the
j

product of a planning process.
j

There is no discernible comprehensive treatment network or system that

would ensure both availability and accessibility of treatment services, even
in minimum quantity or quality, in a consistent manner across the country. i

Federal funding has indeed responded to demand, but often the response has
been to the demand most articulately expressed by groups and organizations i,

within the ongoing health and mental health care system whose skills in at- >

tracting the Federal dollar were often greater than their skills in accounting i

for the use of that dollar in rendering quality care to alcoholics. It is '

recognized that the ability of the Federal Government as represented by the

funding agency, NIAAA, to monitor the expenditure of grant dollars in a manner
which would ensure accountability and quality care was severely constrained,
among other reasons, by the limited staff authorized for this agency in com-
parison to the dollars obligated and the large number of treatment programs |

generated in consequence. As many of the programs receiving support were em-

bedded in facilities offering a variety of other services within a community,
and as categorical alcoholism treatment funds were frequently pooled with
resources obligated for other services in the name of simplified accounting '

procedures, there has been little opportunity in these instances of assuring
that full dollar value in the form of alcoholism treatment services has been

i

received. Sometimes economic survival of a facility has been the primary con-
sideration for the use of this dollar, with alcoholism services being offered

|

on a token basis to fulfill a legal if not a moral obligation. |

It is frequently appropriate, and often economically necessary, for al-
|

coholism treatment services to be offered in other than freestanding alcoholism I

facilities. In fact, the obvious need and increasing demand for these services i

might dictate that they be made available in multicategorical community facili-
ties that are appropriate to a particular component of alcoholism treatment
such as detoxification, medical inpatient care, outpatient, and followup serv-
ices. In this respect the "mainstream" concept of alcoholism treatment is

fulfilled which seeks to fit this treatment into already existing and appro-
priate health and social health care services within a community and the fiscal

system which supports them.

History dictates, however, the need for two important caveats in the im-
j

plementation of a "mainstream" concept. The first is the need for a demon-
strably effective program of quality care specific to alcoholism and other
alcohol-related disorders. Such care may be supported by a Professional y
Standards Review Organization, or similar configuration, for quality control, r,

provided that such a program is strongly empathic to the special character of |

the treatment of alcoholism. A second caveat to the implementation of a ;

"mainstream" concept is assurance that categorical alcoholism treatment serv- |‘

ice funds are expended under accounting controls that prevent diversion into
^

other categorical services or to general facility support. The Panel recog-
nizes that adherence to such strict accounting procedures may require addi-
tional regulatory authority, perhaps to NIAAA, while the complication of |-

existing procedures is already the subject of public concern and often felt i-
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to be inimical to the most efficient provision of care. However, experience
demonstrates that such regulatory control of alcoholism treatment funds is

essential if they are to be utilized effectively.
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ALCOHOLISM TREATMENT IN MENTAL HEALTH SERVICES

Many mental health problems are alcohol-related, and many alcohol-related
problems are also mental health problems. Alcohol problems and mental health
problems often occur in conjunction. It is important, therefore, that there be
close coordination and routine referral procedures between treatment agencies
dealing with alcohol problems and those dealing with mental health problems.

Clinicians have come to see and accept that some alcoholics have under-
lying mental health problems which may or may not have an etiological role in
their alcoholism. The range of severity is from those which may dissipate
with recovery from the alcohol to those which will require treatment after
sobriety is achieved. Some are severe enough to have required intervention
even if the alcoholism had never developed.

Some alcoholics have concomitant mental health and alcoholism problems
which may be evident during the course of the alcoholism or may be masked by
the drinking and not manifest themselves until sobriety.

Other alcoholics develop mental health problems as a result of the psycho-
logical and physiological effects of the alcoholism with its attendant heavy
and long-term ingestion of alcohol and loss of coping skills.

Still other alcoholics manifest no mental health problems either as a

psychological underlay to the alcoholism or as a result of the alcoholism.
Most descriptions of difficulty in coping appear to be a direct result of the

alcohol use.

A similar pattern of mental health problems can be found among the spouses
of alcoholics. For some the problems may have been a factor in the selection
of an alcoholic spouse, others develop transient problems as a result of their
inability to cope with the alcoholic, and others develop mental health problems
as a result of the alcoholism. Children of alcoholics have a demonstrably
higher incidence of psychopathology than others. Including later development
of alcoholism, drug addiction, and personality disorders.

A heritage of ideological and conceptual differences between the alco-
holism movement and mental health professionals has often contributed to the

lack of coordination between services. Some mental health professionals, re-
garding alcohol problems as necessarily secondary to underlying mental health
problems, have neglected treatment or referral for alcoholism. Conversely,
alcoholism treatment agencies and groups have often neglected mental health
problems of their patients. For instance, rates of suicide appear to be
elevated among those who have been through alcoholism treatment.

There are currently two major mental health services delivery systems
which include some coverage of alcohol-related problems. Both of these
systems—the Community Mental Health Centers (CMHC*s) and the State mental
hospitals—are in principle available universally in the United States, while
there is no alcoholism treatment system for which that is true. About 10
percent of the patients in community mental health centers have alcohol
disorder diagnosis. A substantial proportion of these patients are being
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treated under NIAAA-funded categorical funding to some CMHC^s. The handling

of alcohol problems and alcoholism in CMHC’s where there is no specific al-

coholism funding and accountability is necessary in view of the historic

neglect of this category.

About 38 percent of patients in State mental hospitals have a primary
diagnosis of alcoholic disorders. There is now great variability between
States in admissions of alcohol disorders to State mental hospitals. In

many States, treatment for alcoholic patients does not seem to have been
moved out into the community to the extent true for mental disorders. Often
there is no State or Federal agency with specific responsibility for the ade-
quacy and appropriateness of treatment of alcoholism in State mental hospitals
There are potential problems of warehousing, patient exploitation, and denial
of patients’ rights.

The Panel recognizes the incompleteness of the network of treatment
services across the country for alcoholics, partly owing to lower Federal
funding support for these services. The number and location of the current
570 CMHC’s across the country, and the planned addition of even more to this

network, provide potential access for the treatment of alcoholism to a vast
number of people in need of this service that should not and cannot be ig-
nored. However, the Panel must continue to note the fact that where alcohol-
ism treatment services are offered within Community Mental Health Center

I settings, the quality of treatment varies greatly. This is owing as much
to lack of training opportunity as it is to lack of recognition of the unique
aspects related to alcoholism treatment in contrast to mental health care.
Neither of these are overwhelming obstacles to the use of the CMHC network as

a means of radically increasing access to care for large numbers of alcoholics
The Panel thus continues to urge the Commission to consider the creation of

adequate alcoholism treatment programs as a basic element of the services of-
fered by CMHC’s in the absence of other community alcoholism-specific programs

I: For this purpose, the Commission is also urged to recommend the formulation of

« a formal alcoholism component in the mental health training effort or to

ji utilize the training network and pool of skilled people within the alcoholism
' field to staff this particular CMHC service component.

We do not intend to designate a mental health setting as the treatment
! milieu of choice for alcohol problems, but rather to recognize the substantive

I

percentage of people currently seeking help for alcohol-related problems
t through the mental health delivery system. There is also an awareness by the
' Task Panel that in many communities and catchment areas, the mental health

1
provider may be the only resource available to meet the demand. Given these

1 realities, the Task Panel is less concerned at this point with the nature of
I the delivery site than with the need for adequate and accessible treatment
capacity appropriate for the population in need.

Recommendation :

That in view of the success of certain Community Mental
Health Centers in rendering effective alcoholism treatment

services, the Commission encourage the development of

similarly effective and accountable programs in those
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Community Mental Health Centers whose service areas do

not currently contain adequate alcoholism treatment
capacity, as well as in those State mental hospitals
where alcoholism treatment services are still in

exis tence

.

The Liaison Task Panel on Alcohol-Related Problems would like to express
its appreciation to the President’s Commission on Mental Health, firstly for

recognizing the need to consider this subject in its deliberations and sec-
ondly for allowing the submission of its findings. It is hoped that the Com-
mission will understand the spirit in which we make this report. There is no
desire to diminish the importance of the Commission’s primary charge, nor is

there any attempt to divorce alcohol-related problems entirely from the mental
health rubric. The Task Panel felt that it could only fulfill its responsi-
bility if the report reflected its perceptions regarding the nature and size
of the problem and if the recommendations it made grew out of those percep-
tions. If it were necessary to distill the Panel’s priority concerns into one
recommendation, it would be that an adequately funded and staffed National
Commission on Alcoholism and Alcohol- Related Problems be established to look
at the problem in the context and depth that it so obviously requires.
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EXECUTIVE SUMMARY

The use of psychoactive substances is so coimnonplace in the United States
that the continued labeling of users as legally, medically, and socially de-
viant places a substantial portion of the population in need of health/mental
health assistance. If users of psychoactive drugs are viewed as a group, they
are generally indistinguishable from their nonusing peers, except at the ex-
tremes. Once the dichotomy between licit and illicit drug use is discarded
in favor of the view of the Shafer Commission that all psychoactive drug pol-
icy, including that for alcohol and tobacco, should be founded on the same
general principles, then psychoactive drug use can be viewed as common rather
than sick or deviant behavior except when the individual develops patterns of

intensified or compulsive use having dysfunctional consequences.

Criminal labels designate some drug users as "deviants" and "miscreants."
These designations are reinforced by medical responses regarding the user as

mentally disturbed. If we do not clearly differentiate drug use from misuse
or "abuse," illicit users if apprehended by law enforcement agencies must of-
ten choose to accept either criminal records or "treatment"—a choice which
can have a profound effect on how that individual functions in society and
how he comes to view himself. The resultant legal and social alienation may
have mental health consequences as severe as the destructiveness of compulsive
drug use itself. Indeed, with psychoactive drug use as frequent in the United
States as it is, branding most users as criminals or mentally disturbed—or
both—when their behavior has no measurable adverse result is to divert re-
sources to the eradication of a nonproblem and to divert attention from those
individuals truly suffering from the adverse effects of drug misuse. The task
panel believes that the following recommendations, if adopted, would be signif-
icant steps in the direction of clarifying public policy to respond more
directly to the individual and societal concerns surrounding the issues of psy-
choactive drug use.

The task panel recommends that all possible efforts be

made legally, medically, and socially to make distinc-
tions between that psychoactive drug use with minimal
social costs—experimental, recreational, and circum-
stantial—and the more dysfunctional intensified and
compulsive use patterns.

The task panel believes that the most important and immediate goal is

the full implementation at the Federal and State levels of the Shafer Commis-
sion recommendation to decriminalize personal possession and use of small
amounts of marihuana. When this goal is more fully implemented and if the

present trend toward responsible use of marihuana continues, then policy
options should be developed to provide taxation, regulation, and control of

marihuana; these options should include standards of purity, limits of culti-

vation, prohibition of advertising promoting use, age limitations for purchase,

penalties for driving under the influence, and other measures designed to pro-

tect the safety of individuals and society. The task panel further believes
that the social and personal costs of the continued criminalization for other

psychoactive substances may outweigh the costs of the dysfunctional drug prob-

lems themselves. Therefore, public policy consideration should be devoted to
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the decriminalization of personal possession for private use of small amounts
of other psychoactive substances.

The task panel recommends a fundamental reappraisal of

the quality of drug treatment services by an independent
advisory committee.

The task panel’s concerns in this reappraisal are; the need for Federal
funding of treatment based on the quality of services rather than on the num-
ber of clients (slots); the need to center treatment outcome criteria on the
dysfunctional effects of drug use; the recognition of the chronic nature of

opiate dependency for some clients which requires long-term treatment and
followup; the need to emphasize education and training of treatment staff to

respond to client dysfunctions; the pervasive confusion of goals resulting
from the use of a health/mental health vehicle as an adjunct to the criminal
justice system; the proliferation of governmental regulations which often
dictate what should be clinical decisions based on individual client dys-
functions; the need for distinctions among the treatment services required
for opiate dependents, for polydrug users who may suffer severe emotional
as well as drug-related difficulties, and for clients with emotional diffi-
culties unrelated to drug use; and the need to integrate and coordinate drug
treatment services with the broader health/mental health delivery systems
to meet a variety of diverse client problems.

The task panel recommends that drug education and pre-
vention strategies be aimed at the avoidance of the

destructive patterns of psychoactive drug use and that
an immediate cessation be imposed on the development
of materials and programs aimed exclusively at pre-
vention of all use.

The task panel believes that the exclusive insistence on educational
materials aimed at abstinence and drug-free behavior has promoted distrust
and disbelief of all drug information disseminated by government, schools,
and other social institutions. Paramount to education and prevention strat-
egies should be the development of responsible and informed decisionmaking
regarding the use of psychoactive drugs and the avoidance of the deleterious
consequences of such use. Education and prevention efforts should be con-
joined with those of alcohol and tobacco, since they are the first two

pS37-choactive substances used by most individuals.

The task panel recommends that future Federal research
focus on longitudinal studies that view psychoactive
drug-using behavior as a socially evolving process,
imposing its own constraints and limits on the majority
of the using population.

The task panel believes that more research attention should be devoted
to distinguishing the minority of intensified and compulsive psychoactive drug
users, whose use may induce dependency and dysfunctional responses, from
their moderate drug-using peers, taking into account individual and cultural
differences. Future research should be organized to reveal those commonal-
ties between the chronic use of psychoactive drugs and other drug and nondrug
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habitual behavior patterns, such as with alcohol, tobacco, and gambling.
Further research is needed on the efficacy of various long-term approaches
to the treatment of opiate dependents. Finally, Federal data collection
systems (i.e.. Client Oriented Data Acquisition Process and the Drug Abuse
Warning Network) should be reviewed to assure that the data distinguishes
among dose levels, use patterns, multiple-drug and polydrug use, and other
key variables, and that there is comparability among the Federal surveys
and systems. The Drug Abuse Warning Network (DAWN) should be administra-
tively transferred from Drug Enforcement Administration (DEA) to the National
Institute on Drug Abuse (NIDA)

.

The task panel recommends that a committee be formed
from the private sector to organize and develop the
mechanisms to offer comprehensive responses to the
issues of psychoactive drug use/misuse.

The task panel believes that the inherent political and bureaucratic
constraints of public institutions require a private sector capacity to:

monitor governmental drug "abuse" expenditures, including treatment programs;
respond to and critique governmental drug "abuse" information; vigilantly
assess the balance between health and mental health approaches to drug use/
misuse; develop public policy options and alternative programs for govern-
mental consideration; and fund research in those politically controversial
areas unlikely to be publicly funded. The private sector—individuals,
foundations, and corporations—should form a broad-based committee to con-
sider the appropriate vehicle for a coordinated response and the possible
widening of that response to include licit as well as illicit drugs and a

broad range of health/mental health problems. The task panel believes that

since the psychoactive drug use/misuse field presently lacks the capacity
for such private sector responses, especially with the demise of the Drug
Abuse Council, the private sector must move quickly to close this gap.

The task panel joins with the Liaison Task Panel on
Alcohol-Related Problems in three recommendations:

To form a Federal commission on alcohol and pscho-
active drug use. The focus would be on psychoactive
drug prescription practices, risks related to alcohol
consumption and alcohol in combination with other
drugs, and related concerns with illicit psychoactive
drug use;

To review the quality of treatment for the dysfunc-
tional users of both alcohol and psychoactive
substances

;

To include coverage for the treatment of the dys-
functional problems associated with psychoactive
drug use and alcohol in comprehensive national health
insurance programs.
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INTRODUCTION

The Liaison Task Panel on Psychoactive Drug Use/Misuse appreciates the
opportunity to submit its report to the President’s Commission on Mental
Health. This report expands on the overview of the task panel’s concerns
submitted to the Commission on January 17, 1978.

The task panel was officially formed on December 23, 1977; it met to-
gether as a body on January 29 and 30. Our charge requested a review of the
scope and nature of the mental health-related aspects of psychoactive drug
use and misuse, and a consideration of future areas of needed knowledge and
policy changes. Time constraints forced us to center our attention on what
we considered to be a few of the most critical policy issues facing us today.
We eliminated from our purview detailed consideration of the physiological,
biomedical, and pharmacological aspects of psychoactive drug use. Also,
while we recognize the legitimate concerns being raised about the use and
misuse of a variety of prescription drugs and their prescribing practices,
these issues are only considered in a broad context.

We are fortunate that considerable work has preceded us, not only by
official bodies such as the National Commission on Marihuana and Drug Abuse
and the National Institute on Drug Abuse, but also the private efforts such
as that of the Drug Abuse Council and numerous individuals. Each member of
the task panel had already commented on at least one of the areas that we
examined and we incorporated that knowledge in the development of our report.

The subsequent commentary is divided into four parts: use/misuse; treat-
ment; education and prevention; and research. The one consistent theme
throughout our report is that a continued failure to clearly distinguish drug
use from misuse will inevitably result in drug policies lacking in clarity,
consistency, and coherency.

USE/MISUSE

Though the task panel’s charge instructed us to focus on the use and mis-
use of psychoactive drugs, we are constrained at the outset to observe that
the lines between drug use and misuse are blurred. The notion that all drug-
using behavior can be neatly split into polar categories implies distinguish-
ing between that which is beneficial and that which is harmful. A more proper

focus for the task panel, for the public, and for policymakers would be the

relative risks and social consequences of various patterns of psychoactive
drug use and behavior. Nonetheless, drug use in our report refers to a wide
range and pattern of psychoactive drug consumption, while misuse refers to

individual dysfunctions and societal harm which may result from such use.

The most comprehensive and thorough critique of drug use in America was

issued 5 years ago by the National Commission on Marihuana and Drug Abuse
(Shafer Commission) . The task panel finds it instructive to review the find-
ings of the Shafer Commission, especially its discussion of the rationale and

underpinnings of national drug policy. Its two-volume report, though ini-

tially ignored by the White House and by drug policymakers, has found increasing
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acceptance since its issuance in 1973. Many of its observations and recom-
mendations are as appropriate and timely in 1978 as they were then.

Of critical importance to the deliberations of the Shafer Commission
and to our present analysis is the recognition that "The use of psychoactive
drugs is commonplace in American life." If the dichotomy between licit and
illicit drugs is discarded in favor of the view that all psychoactive drug
policy, including that for alcohol and tobacco, should be founded on the
same general principles, then drug use can be viewed as representing common
behavior, though society through legal and other restraints has defined any
use of some drugs as deviant. These societal and legal definitions of the
permissible parameters of drug use can have profound and lasting effects
upon the individual user.

To its lasting credit, the Shafer Commission refused to accept the func-
tional utility of the term "drug abuse," though emblazoned in its title.

The Second report noted:

Drug abuse has become an emotional term that connotes
societal disapproval and elicits a sense of uneasiness
and disquiet. It is a term that changes meaning de-
pending on time and place. According to one's society,
his place on the continuum of human history and his

reason for using a particular drug, such use is regarded
as either socially desirable or undesirable.

The task panel agrees that such terms as "drug abuse" have not only remained
ill-defined and emotionally laden, but have served to obstruct a meaningful
national dialogue on the nature of drug use in America. The vocabulary
defining drug use remains imprecise and until agreement is reached on precise
terminology, attempts to deal with the issues will be muddled.

The Shafer Commission noted that the description of drug effects varies
according to the context in which they are discussed. Therapeutic meaning
is characterized by the reasons for using the drug and its medical benefits.
Social meaning is most often characterized by an analysis of drug effects
in terms of risk, lethality, high dosages, and deleterious consequences.

The distinctions among drug-using behavioral patterns drawn by the
Shafer Commission remain useful guidelines when considering both the extent
and nature of psychoactive drug use:

Experimental - short-term, nonpatterned trial of one or

more drugs, motivated primarily by curiosity or a desire
to experience an altered mood state.

Recreational - occurs in social settings among friends
or acquaintances who desire to share an experience which
they define as both acceptable and pleasurable. Generally,

recreational use is both voluntary and patterned and tends

not to escalate to more frequent or intense use patterns.
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Circumstantial - generally motivated by the users’ per-
ceived need or desire to achieve a new and anticipated
effect in order to cope with a specific problem, situ-
ation or condition of a personal or vocational nature.
This category would include the use of stimulants for
work-related tasks, and the use of sedatives or stimu-
lants to relieve tension or boredom.

Intensive - drug use which occurs at least daily and
is motivated by an individual's perceived need to
achieve relief or maintain a level of performance.

Compulsive - consists of a patterned behavior at a high
frequency and high level of intensity, characterized by
a high degree of dependency, such as with chronic alco-
holics, heroin dependents and compulsive users of
barbiturates

.

The overwhelming majority of users of psychoactive drugs of all kinds
are experimental, recreational, or circumstantial and present little problem
either to themselves or others. A much smaller group of users could be
classified as intensified and the smallest group as compulsive. In this
context, the equation of any use with misuse makes it extremely difficult to

make the necessary policy distinctions between those individuals who suffer
adverse consequences as a result of their drug use from those whose use has
no adverse impact. To classify all psychoactive drug use as misuse or "abuse"
is the same as equating light or moderate use of alcohol with the problems
associated with alcoholism.

This is not to say that all experimental or recreational use of some
drugs are risk-free. Drugs are qualitatively different from one another
in terms of individual and social risks. And the risks with drugs themselves
vary according to the dosage and frequency, mode of administration, the
setting of usage and the expectation of the user, and the concomitant use
of more than one drug. Though cocaine as commonly used, for example, does
not seem to present a serious health threat when nasally inhaled in small
amounts, intravenous injection or concomitant use with heroin both present
vastly increased potential health hazards.

Against the backdrop of the wide variations of drug effects, of drug-
related behavior, and of drug risks, the Second Report of the Shafer Commis-
sion concluded that public policy was based on several incorrect assumptions
and premises:

Elimination of nonmedical drug use - Not all disapproved
drug use is of equal importance. The assumption that all

psychoactive drug use is a high-risk behavior presumes a

progression from irregular use of low doses to continuous
use of high doses, thereby ignoring pharmacological vari-
ations among drugs and the importance of frequency of use,

method of administration, dose, and nondrug factors as

determinants of risks.
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Risk-taking and health - If the standard for social pol-
icy were potential injury to individual health, barbitu-
rates, alcohol, and tobacco would present the clearest
cases for prohibition. Whatever appropriate weight is

given to health considerations, it is a peripheral rather
than a focal concern. Drug policy must be based on the
social consequences of drug use, and on the social impact
of drug-induced behavior.

Drug use for mood alteration - Subsumed within the societal
goal of eliminating nonmedical drug use is the value judg-
ment that use of drugs for the explicit purpose of mood
alteration is per se undesirable. It is no longer satis-
factory to defend social disapproval of use of a particular
drug on this ground.

Individual responsibility - The a^ hoc responses to use of
specific psychoactive drugs have interfered with examinations
of the fundamental questions relating to behavior patterns
and the appropriate means of social control.

Risk-education - An important operating assumption of the
present response is that if people are educated about the

risks of drug taking, they will not use drugs. Society’s
experience in attempting to discourage the use of substan-
ces not labeled as drugs, such as alcohol and tobacco, is

instructive. The educational effort directed at the illicit
drugs has likewise had no apparent impact on behavior.

Coercion - If information about risks and moral suasion is

insufficient to convince many people not to use drugs, it is

assumed that the threat of a criminal sanction will do so.

Drug consumption is an expressive conduct which normally oc-
curs in private among groups which are least influenced by
legal condemnation. The consumption-related offenses are
no longer supported by the strong social consensus which
once existed. For those who are dependent upon prohibited
drugs, such as the heroin-dependent person, the deterrence
concept is functionally inapplicable.

Sickness - Anyone choosing to use drugs, despite the enu-
merated risks, moral suasion and threat of criminalization,
is often considered abnormal, emotionally ill and weak of

character. The "sickness" label has been attached to all
users of prohibited drugs without regard to their patterns
of drug-taking behavior.

"Success" in treatment programs has been difficult to de-
fine reflecting the complex relationship between drug use,

social functioning and mental health. Even when measured
against their own criteria for evaluation, most treatment
programs can demonstrate only limited "success."

DRUG 9



2112

Perpetuating the problem - In the course of well-meaning
efforts to do something about drug use, this society may
have inadvertently institutionalized it as a never-ending
project. Federal, State, and community levels have a

vested interest in the perpetuation of the problem among
those dispensing and receiving funds. Drug programing
has become a multi-billion dollar industry, one adminis-
tering to its own needs as well as to those of its drug-
using clientele.

Unfortunately, many of the challenges concerning the rationale of na-
tional drug policies have gone unheeded, but it is fair to say that some
progress has been made since 1973. More refined analyses, for instance, of
the nature of psychoactive drug use are contained in the White Paper on Drug
Abuse (1975) and the Federal Strategy for Drug Abuse and Traffic Prevention
(1976) . The Federal Government has shifted slightly from its earlier strat-
egy of equating all psychoactive drug use with "abuse" and urging the total
elimination of all use. The White Paper , prepared for the President by the
Domestic Council Drug Abuse Task Force (1975), acknowledges that the total
elimination of "drug abuse" from our society is unrealistic and that not all
drug use is "equally" destructive; it remained circuitously unrelenting on
the desire for total elimination of nonprescribed psychoactive drug use
("...we must be prepared to continue our efforts and our commitment indefi-
nitely") and the insistence that use is "abuse" ("All drugs are dangerous in
varying degrees...."). Similarly, the Federal Strategy (1976) embraces the
basic themes of the White Paper , but adds that "The adverse effects of drug
use represent the real cost to society, not drug use itself."

Both the White Paper and the Federal Strategy explicitly recognize that
the nonprescribed use of amphetamines and barbiturates rank with heroin use
as a major social problem. However, in the aggregate, the social costs of
the use of all illicit drugs including heroin, hallucinogens, and cocaine,
is far less than either alcohol or tobacco. Highlights from the Federal
Strategy compare the social costs of a variety of psychoactive drugs:

Over one-half of all drug-related deaths are accounted
for by heroin, alcohol-in-combination with some other
drug, and barbiturates. On the other hand, cocaine,
inhalants, amphetamines, hallucinogens, and cannabis
each account for less than one percent of drug-related
deaths

.

Emergency room admission data reveal similar rankings
among drug-related problems. Tranquilizers replace
heroin as the leading drug mentioned. Even if mentions
associated with a suicide attempt or gesture are elim-
inated from these data, the most serious drugs remain
heroin, alcohol-in-combination, tranquilizers, barbitu-
rates and nonbarbiturate sedatives. Non-narcotic anal-
gesics (e.g., aspirin) rank relatively high in emergency
room mentions.
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Tranquilizers account for one-fourth of emergency room
mentions—more than double any other drug. Barbitu-

;

rates account for approximately 15% of drug-related
deaths (ranked third) and 7% of emergency room mentions.

Cocaine, despite its gradually increasing use over the
past several years, is rarely mentioned in drug-related
deaths or emergency room entry.

While marihuana is the most widely used illicit drug,

there have been no reported overdose deaths in this
country and medical emergency room mentions are two-
thirds less frequent than are those for barbiturates
even though the number of youths using marihuana is al-
most ten times higher and the number of adults six times
higher than those using barbiturates improperly.

Hallucinogens such as LSD are declining both in numbers
of users and in adverse effects. [The reported adverse
effects from hallucinogens has declined much more dramat-
ically in recent years than has their use. This may be
due to the fact that user expectations of effects antic-
ipate the possibility of "bad" trips and no longer view
them as requiring medical attention.]

The White Paper (1975) recommended that Federal efforts be directed to-
.'ward those drugs which pose the greatest risks to the individual and to society
. It ranked the various drugs according to the following criteria: (1) likeli-
f hood that a user would become physically or psychologically dependent; sever-
: ity of adverse consequences, both (2) to the individual and (3) to society;
i and (4) size of the core problem. Heroin ranked high in all four categories,
? as did the intravenous injection of amphetamines. Barbiturates mixed with
; other drugs such as alcohol ranked high in dependence liability and the sever-
i ity of personal and social consequences, with the size of the core problem

-j
rated medium. In spite of widespread use, cocaine, marihuana, and the hallu-

:|
cinogens ranked low in the estimated size of the number of problem users.

1 Marihuana ranked low in all of the four categories; cocaine in three of four,

i! inexplicably ranking medium in social consequences, though the White Paper
suggests that as it is currently used cocaine does "not result in serious
social consequences such as crime, hospital emergency room admissions or death.

The White Paper does acknowledge that many of the significant adverse
effects of illicit psychoactive drug use relate directly to their illegality
rather than to the properties of the drugs themselves. Young, casual users

are stigmatized by arrest; the health of committed users is threatened by

impure drugs; and crime rates increase as users attempt to meet the rising
cost of scarce, illegal drugs. Incredibly, the only suggestion of the White
Paper to reduce these problems is by "making a range of treatment easily
available to users," as if even the most casual user of an illicit psycho-
active substance should be referred to treatment because he or she inadvert-
ently consumed an impure drug or was apprehended for personal possession of

an illegal hallucinogen.
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Surveys of the nonmedical use of substances were conducted by the National |

Institute on Drug Abuse (NIDA) in 1975 and 1976. It is impossible to ascertain |

the extent of "drug abuse" by these surveys, though it is possible roughly to
|

define the percentage of the population who have used and continue to use a
|j

variety of drugs. Obviously, the population at greatest risk of adverse drug
use consequences consists of those who intensively or compulsively use drugs k

or those who might develop such using patterns in the future. Those individ-
|

uals who have used one or more illicit drugs, ceased usage, and say that they
|

will not use them again would seem to have a low abuse potential. Those who
|

have never used illicit drugs and say that they will never use them (with the
possible exception of the very young who have had limited exposure and oppor-

|

tunity) must also rank low on subsequent drug risks.
|

Heroin continues to be highlighted as the Nation's number one drug prob-
|

lem, though the number of users is relatively small compared to the other drugs.
|

The presumed consequences of heroin use, including dependence and crime- I

related behavior, make it the most feared of the illicit substances. The 1976 I

NIDA survey revealed that only a fraction of youth (.5 percent) had ever used I

heroin, with that percentage more than doubling (1.2 percent) among the adult
|

population. Regular or occasional use of heroin falls below one-half of 1 per- |

cent for both the youth and adult populations. Recent indications are, how-
|

ever, that the use of heroin may have been considerably underestimated, with
|

the number of individuals using heroin occasionally, functioning in socially
'

approved manners, and failing to exhibit dependent behaviors, far exceeding
those exhibiting classically dysfunctional behavior. ^

Cocaine is rapidly becoming the drug of choice for younger adults despite
its high cost and limited availability. An estimated 2 million Americans
used cocaine during 1976, with young adults accounting for the heaviest con-

j|

centration of user groups. The NIDA survey indicates that 3.4 percent of ;

youth and 4.1 percent of adults have ever used cocaine, but more than one |i

of eight (13.4 percent) young adults, age 18-25, report ever using the sub-
}

stance. The health and social consequences of cocaine use under various
|

routes of administration, differing potencies, and frequency of use are
widely disputed.

LSD and other hallucinogens reportedly have been used by 1 in 20 Ameri-

cans over the age of 12. The percentages of youth and adult users are almost
identical (5.1 percent vs. 4.9 percent), though, as with other drugs, young
adult usage soars to 17.3 percent. One percent of youth and .6 percent of

adults say that they will definitely try hallucinogens in the future. Hallu-
j

cinogens are ranked in the middle of drug priorities by the White Paper on
(,

the criteria of personal and social consequences. The hallucinogen scare

stories of the 1960's have given way to more reasoned assessments of the
|

effects of the drugs.
|

Marihuana has been used by an estimated number of as high as 50 million

Americans. Regular or occasional use of marihuana is now claimed by 15 mil-

lion youth and adults. Over one of every two young adults have at least

experimented with marihuana, with one of every four young adults continuing
to use it. Marihuana usage is accepted behavior by large segments of our >

younger population and its general acceptance into the culture appears to be

only a matter of time.
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No illicit use of any drug—cocaine, heroin, hallucinogens, marihuana,
and all others— is reported by about 7 of every 10 Americans; an additional
9.3 percent of youth and 8.2 percent of adults have used no other illicit
drug than marihuana. Younger adults are again far ahead in their use of
any drug. In contrast with the use of illicit substances, over 100 million
Americans use alcohol, including a high percentage of the adolescent popu-
lation, with an estimated 10 million problem drinkers; similarly, two-thirds
of all adults and one-half of youth ages 12-17 have smoked tobacco, whose
chronic use is associated with a variety of serious health concerns. The
extent and consequences of multiple-drug use, including alcohol, have been
given inadequate investigation and the few reports available are based mainly
on anecdotal accounts. However, an important St. Louis study shows that the
regular use of three or more drugs (including alcohol) is a better predictor
of dysfunctional drug use than the use of any single drug.

Because drug use is not clearly differentiated from misuse or "abuse,"
illicit users if apprehended by law enforcement agencies must choose to ac-
cept either criminal records or "treatment"—a choice which can have a pro-
found effect on how that individual functions in society and how he comes to

view himself. Criminal labels designate some drug users as "deviants" and
"miscreants." These designations are reinforced by medical responses re-
garding the user as mentally disturbed.

The resultant legal and social alienation may have mental health con-
sequences as severe as the destructiveness of compulsive drug use itself.

Indeed, with psychoactive drug use as frequent in the United States as it

is, branding most users as criminals or mentally disturbed—or both—when
their behavior has no measurable adverse impact is to divert, resources to

the eradication of a nonproblem and to divert attention from those individ-
uals truly suffering from the adverse effects of drug misuse. As the Shafer
Commission has noted:

To label drug users in general as mentally ill, is to

place a large segment of American society in need of

formal medical assistance.

The Shafer Commission in its first report, aptly titled Marihuana: A

Signal of Misunderstanding , recommended the elimination of criminal penalties

for personal possession and use of small amounts of marihuana. The Commission

recommended a policy of discouragement of marihuana use, with the emphasis
on the prevention of heavy and very heavy use. Accordingly, the Commission

recommended the following changes in Federal law:

Possession of marihuana for personal use would no longer

be an offense, but marihuana possessed in public would

remain contraband subject to summary seizure and

forfeiture.

Casual distribution of small amounts of marihuana for

no remuneration, or insignificant remuneration not in-

volving profit would no longer be an offense.
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Similarly, the Commission recommended the following changes in State
policies regarding private and public activities:

Possession in private of marihuana for personal use would
no longer be an offense.

Distribution in private of small amounts of marihuana for
no remuneration or for insignificant remuneration not in-
volving a profit would no longer be an offense.

Possession in public of more than one ounce, distribution
in public of small amounts for no remuneration or insignif-
icant remuneration, or public use of marihuana would be
criminal offenses punishable by a fine of $100.

Disorderly conduct associated with public use or operating a motor
vehicle while under the influence of marihuana would be misdemeanors subject
to jail terms or fines. Finally, marihuana intoxication would not be an ad-
missible defense to any criminal act or to civil liability.

The Commission labeled its recommendations as a policy of marihuana de-
criminalization and viewed them as representing a tone of "cautious restraint.'
Within 18 months after the issuance of the Commission report in 1972, Oregon
became the first State to decriminalize marihuana, with the adoption of a

civil fine of $100 for personal possession of 1 ounce or less—akin to a park-
ing ticket—and the removal of criminal penalties. Decriminalization, at

least in the sense that jail sentences have been replaced by fines for per-
sonal possession of small amounts of marihuana, has subsequently been adopted
by nine other States. One out of every three citizens now lives in a juris-
diction no longer treating those who use cannabis as criminals.

As salutary as these reforms may be, the fact is that none of the States
has gone as far as the recommendations of the Shafer Commission. No State,
for example, has removed all penalties for distribution of small amounts not
involving significant remuneration. Further, Federal criminal penalties have
remained intact, though legislation is currently pending lowering them to

criminal infractions carrying a maximum fine of $100 for possession of 10
grams or less.

Enough is now known about marihuana decriminalization to offer an assess-
ment of its effects and how the public has responded to it. The evidence
would indicate that the use of marihuana, other than experimental, has not
significantly increased in those States adopting the decriminalization ap-
roach, that the public has approved of lessened penalties, and that law en-

forcement resources have been diverted to serious criminal activity. Recent
national surveys would indicate that the public is ready to eliminate crimi-
nal penalties completely for personal possession and use of marihuana and

that public opinion is moving in the direction of approval of regulation and

control schemes for distribution, rather than letting sale remain in the do-

main of the black market.

The task panel recommends that the Federal Government
and all jurisdictions move for full decriminalization
of marihuana, including:
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Possession of small amounts for private use;

Cultivation of small amounts for private use; and

Sale or transfer of small amounts not involving profit.

The task panel further recommends that policy options be
developed to provide taxation, regulation, and control
of marihuana. Private and public sources should begin
immediately to develop alternative proposals for mari-
huana regulation and control incorporating the most
creative thinking of policymakers in this area. Such
alternatives should be fully developed and available
within 5 years and should incorporate a number of key
issues

:

Standards of purity and quality must be set, as well as
standards of potency or strength;

Limits of cultivation, including that for private use,

must be established and importation regulations must be

developed;

Limitations on advertising, including prohibition of pro-

motion of use, are necessary;

Distribution networks must be developed to provide com-

petition and to minimize black market operations;

Age limitations for purchase must be enforced;

Criminal offenses relating to intoxicated behavior should

be amended to include being under the influence of mari-

huana ; and

A level of taxation should be set which allows for pri-

vate profits while maintaining competitive price structures.

Marihuana decriminalization, however, cannot be allowed to flounder, nor

can it be viewed as inevitably the first step toward a broader legal model,

i Intervening events and subsequent information may militate against adoption

of any legal system of regulation and control. Certainly, though, given what

' we now know, decriminalization is mandatory to balance our system of criminal

justice regarding the use of psychoactive substances.

The task panel believes that a continued successful experience with full

marihuana decriminalization would require careful evaluation with the aim of

considering a similar approach for other psychoactive substances. The concern

that the decriminalization of prohibited psychoactive substances may result in

increased costs to individuals and society must be carefully weighed against

our current experience which indicates the heavy social cost associated with

enforcing substance prohibition. Current evidence seems to indicate that^

selective enforcement policies have had little or no impact on the intensive,
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compulsive users of psychoactive drugs except to remove them from the main-
stream of social constraints. The separation of criminality from the posses-
sion and use of psychoactive substances would allow more pragmatic approaches
to the fraction of users who suffer from drug-related dysfunctions and would
allow a consistent approach to the entire range of psychoactive substances.

Finally, there are two additional concerns that the task panel would
note. As drug use in the United States constantly evolves, new concerns
will emerge. At the moment there are two such concerns. The first is PCP
(phenylcyclidine) , sold as "angel dust" and "rocket fuel," or misrepresented
as organic mescaline or psylicibin, and sometimes as THC, the most active
ingredient of marihuana. The drug has been around for years and has the
unpleasant property of having its effective dose only slightly less than its
toxic dose, the, latter resulting in stupor, nausea, and other symptoms which
can be treated with fluids and minor tranquilizers. The long-term psycholo-
gical or physical effects are not known. While it is extremely important to

make clear to the public at large, especially to young experimenters, that
what they are using is more toxic than marihuana, it is equally important to

not promote hysteria and fear each time a "new" drug problem emerges.

The other recent concern relates to supply reduction efforts. The Mexican
Government, with United States support and consent, has been spraying marihuana
fields with paraquat and possibly 2,4-D. These herbicides are on special re-
stricted lists of the Environmental Protection Agency for domestic use. The
sprayed plants can survive for 3 to 10 days, during which time they are har-
vested. It is estimated that 20 percent of the marihuana coming across the

border into the United States is contaminated. The accepted EPA level for
residue on citrus fruits going to the market is .05 parts/million. NIDA has
found that in contaminated marihuana samples the paraquat levels range from
50 to 2,200 parts/million. There are reports from animal experimentation and
from studies on fieldworkers which indicate fibrotic lung damage resulting
from inhalation of paraquat. Thus, there is the possibility that lung damage
could be caused by smoking contaminated marihuana. The task panel believes
that at the very least such spraying should be stopped until the potential
health hazards resulting from this poisoning are investigated.

TREATMENT

Today, the drug treatment system is caught in a fundamental conflict

about "what is being treated." The basic confusion commences with the un-

willingness of the formal institutional structures to explore the boundaries
between psychoactive drug use and misuse. Even that separation is further
confused by the question of who decides what the adverse consequences are:

the patient, the physician or counselor, or a variety of agencies affiliated
with the criminal justice system. The law enforcement establishment circu-
larly labels all use of illegal psychoactive substances as misuse or "abuse,"

and the medical establishment labels all nonmedical use of psychoactive sub-

stances as misuse. Thus, by definition, psychoactive drug use is seen as

demanding legal intervention and medical treatment.

All treatment programs, including so-called methadone maintenance, are

abstinence oriented, differing only in the time limits permitted to achieve
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this goal. This has not always been true. The Dole-Nyswander pioneer proj-
ects on methadone maintenance had a genuine maintenance concept in mind.
They visualized their treatment program as aimed at social and psychological
rehabilitation. The use of a substitute drug was not the dominant factor
in their view of treatment. Methadone could be taken orally, was long-lasting,
seemed not to interfere with the individual’s capacity to function, and was,
above all, legal. The basic aims of their program were directed at finding
a clinical situation that permitted heroin-dependent people to think through
their problems in finding work, achieving reasonable and significant relation-
ships with others, gaining a measure of confidence in their capacity to man-
age their inner state and to get on better in society.

From the start the notion of giving a synthetic opiate as treatment was
highly controversial, particularly in light of historical experience. (Her-

oin was originally developed and prescribed as a cure for morphine addiction.)
Crime and drugs were being elevated to the Nation’s number one domestic prob-
lem. It seemed reasonable, therefore, to use as indicators of "treatment suc-
cess" social measures such as reduced arrest rates and criminal activity. But
it must be remembered that originally methadone treatment was conceptualized
entirely in a medical framework for voluntary patients, not necessarily as a

rehabilitative adjunct to the criminal justice system. Justifying such treat-
ment on the grounds of reducing crime or other antisocial behavior made the
use of a synthetic drug to treat the problems related to heroin use more ac-
ceptable to the puritanical notion that abstinence was the only acceptable
solution.

And, indeed, the initial evaluative studies on methadone maintenance
did show that these patients did considerably better on most social indica-
tors. This acted as an incentive to the society at large to permit more of

this controversial "treatment." Due to the crime and drug hysteria of the

early 1960’s, the political pressure to do something about crime led to the

tremendous expansion of the treatment system. This expansion was an integral
part of the "war on drugs and crime" and was primarily aimed at getting the

deviants off the streets and reducing their criminal activity. Methadone
treatment was sold to the public as a means of stopping drug abuse and crime,

and not as a compassionate response to those suffering from the effects of

chronic heroin use.

In retrospect, it was at this time that the goals of drug treatment
became inextricably intertwined with those of law enforcement. The confusion

about the purposes and goals of treatment was institutionalized. To the

extent that what was being treated was opiate dependence, it was seen as a

public health problem. To the extent that opiate dependence was assumed to

cause crime, treatment success was measured by reduction of criminal activity.

The public health analogy carried the implication that withholding drug treat-

ment was equivalent to withholding medical attention from a cholera victim

—

which not only was inhumane to the drug user but exposed the entire population
to potential infection.

The increased use in the past 10 years of psychoactive drugs other than

opiates has further confused the purposes and goals of drug treatment. Non-

opiate drug use was assumed to have the same effects and consequences as the
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opiates—dependence liability, amotivation, and crime. Therefore, the solu-
tions were the same—either send psychoactive drug users to jail or remand
them to treatment.

The heroin "epidemics" of the sixties and early seventies, coupled with
the spread of other psychoactive drug use among youth, led to the rapid ex-
pansion of what the Shafer Commission termed a "drug abuse industrial complex."
The budget for treatment services funded by NIDA has grown from $18 million
in 1966 to $350 million in 1977. There are currently 4,000 drug treatment
centers, with a static treatment capacity of 250,000 slots; Federal funding
provides for 102,000 of these slots. The commitment to provide treatment for
all psychoactive drug use has ignored the essential differences among various
drugs and use patterns.

The task panel believes that distinctions need to be made among the
treatment services required for opiate dependents, for polydrug users who
may suffer emotional as well as drug-related difficulties, and for clients
with emotional difficulties unrelated to drug use. It also believes there
is a need to integrate and coordinate drug treatment services with the broader
health/mental health delivery systems to meet a variety of diverse client prob-
lems. Though opiate addiction is the dominant concern of drug treatment pro-
grams, it should be noted that many of the nonopiate-related treatment cases
are short-term and episodic, such as hospital emergency ward patients who
register as a consequence of "bad trips" associated with other licit and
illicit drugs—barbiturates, LSD, tranquilizers, alcohol-in-combination, and
so on. According to CODAP data for the second quarter of 1977, 16 percent
of all clients entering treatment reported no drug use during the month prior
to admission; 4 percent used their drug only once per month; an additional

5 percent, once per week. The primary drugs listed for nonopiate clients
were marihuana (10 percent), alcohol (8 percent), and amphetamines and barbi-
turates (5 percent each); cocaine, hallucinogens, inhalants, and other seda-
tives and hypnotics ranked at the bottom of treatment admissions with 2 per-
cent to 3 percent each. The treatment modality for nonopiate users is over-
whelmingly drug-free.

Treatment for drug use such as marihuana, psychedelics, or cocaine is

generally crisis-oriented, short-term, and frequently inappropriate. Several
States have laws, for example, which call for the "treatment" of marihuana
users if they have been apprehended more than once. While treatment for mari-
huana use is preferable to imprisonment, it is a sorry alternative forced by
unreasonable legal restrictions. The same is generally true for other drugs
like psychedelics and cocaine, which in this country are almost exclusively
used occasionally and in a controlled way. Placing such users in drug treat-
ment programs makes no sense for either the individual or society. This

dilemma requires consideration of the elimination of criminal penalties for

use and personal possession of psychoactive drugs.

The task panel does not question the fact that many of these people are

in serious difficulty. However, the rapid proliferation and availability
of drug treatment services, combined with the symbolic readiness to view any
drug use as not only a problem but the primary problem, has encouraged diver-
sion into an inappropriate regimen which does not focus on the actual problems
of the client.
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Legally prescribed psychoactive drugs, such as amphetamines, barbitu-
rates, and minor tranquilizers, present similar problems. These drugs are
prescribed by physicians, sometimes excessively. Excessive medical use of
a drug can be checked by reclassification and other restrictions for
prescription.

Barbiturates and amphetamines present a particularly difficult problem
because they have a high dependence liability and may require hospitalization
for detoxification. People using them tend to be far more seriously dis-
turbed emotionally than opiate-dependent people and thus typical drug treat-
ment only superficially addresses their needs. Moreover, they do not readily
fit into other conventional areas of mental health treatment since they are
not prepared to deal with some of the unique aspects of drug effects— so they
remain in limbo. To the extent that we begin’ to examine how people control
drug use, as most alcohol users do, we may find more innovative approaches
to this group of drug users.

Both the Shafer Commission and the White Paper emphasize the need to

center on those drug problems with the highest social cost. Those individuals
who suffer essentially from emotional difficulty and whose drug use is in-
cidental can be more comprehensively served in a community mental health
setting. Drug treatment slots and funds can then be devoted to providing more
effective treatment services for those clients suffering from the dysfunctional
effects of chronic and long-term use of opiates.

Opiate users in treatment are predominantly Black and Hispanic, fre-
quently faced with glaring poverty, massive unemployment, and discrimination
in a rigidly stratified society which leaves them undereducated and under-
skilled, with little future and little hope. Within this context, the use
of drugs is frequently seen as a viable alternative to unending despair.
While the Black and Hispanic populations represent only 11 percent and 5 per-
cent of the national population, respectively, they comprise two-thirds of

the opiate users in treatment. Nearly three-fourths are male, nearly one-
half have had less than a high school education, and 60 percent are 26 years
old or over. Slightly more than one-half have been arrested within the past
24 months; of those with an arrest record, about one-half have two or more
arrests

.

Though treatment services targeted at interrupting drug use are important,

to complete the process and ensure against the likelihood of return to des-

tructive drug use, the client must develop the emotional stability and techni-

cal skills needed for survival. Nearly two-thirds of them were unemployed
both at time of admission and discharge; only 2 percent completed a skill

development program while in treatment, an additional 7 percent were in an

educational or skill development program at the time of discharge. Two-

thirds of the clients entering treatment had been in treatment previously,

and nearly two- thirds were either discharged from the program for noncompliance,

incarcerated, or dropped out before completing treatment. In short, the re-

habilitation needs of drug treatment clients are simply not being met.

It is clearly imperative that the drug treatment delivery system be re-

evaluated and refocused to aim at establishing a clinical situation which

permits opiate dependency to be viewed within the broader context of the
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social milieu from which these people evolved. Their immersion in a deviant
subculture has provided them with an identity, a community, and a way of
life which have left them isolated from the mainstream culture. Retention
in treatment is essential in order to establish the kind of therapeutic re-
lationship which is necessary to help these people begin the long, slow proc-
ess of working through their problems in finding work, achieving reasonable
and significant relationships with others, and gaining a measure of confi-
dence in their capacity to better manage their lives.

Minority communities have often viewed drug treatment as a form of
social control, particularly that treatment which initially substitutes one
chemical dependency for another. This concern becomes even stronger when
long-term maintenance programs are proposed. However, many minority group
leaders are now more concerned with the quality of programs and the need for
staffing patterns which reflect cultural differences and can provide a di-
versity that will fit a range of clients. This greater emphasis on the
quality of the treatment services being delivered is as important as the
initial objections regarding particular modalities.

The question of voluntarism is significant due to the treatment pro-
grams’ view of the criminal justice system as a major case finding mechanism.
If the client is forced to choose a treatment program over jail, the clinic
staff becomes the moral equivalent of parole officers if not policemen. Any
semblance of voluntarism is difficult to maintain, though there is always a

choice, loaded though it is, between the clinic and prison. Diversion can
clearly be justified on humanitarian grounds, but the ultimate outcome is

social control under the auspices of treatment.

Diversion from the criminal justice system can take many forms. Offend-
ers can be diverted before booking, before trial, at the time of sentencing
as a condition of probation or parole, and so on; the treatment system is

virtually obligated to accept all such diversions in order to maintain their

funding. In fact, many treatment programs not only are willing to accept
such clients, but have set up liaisons with the courts and police, and have
become an active part of the diversion process. The treatment programs have
lost control to their main funding source, and consequently, the efficacy
and integrity of the services which they can provide are in serious jeopardy.

The role of the clinics and of the counselor has by virtue of court
decisions and administrative regulation increasingly become that of law
enforcer. Protection for the client has become a significant issue. In some

States, for example, a quasi-judicial proceeding is mandatory in order to

terminate a client from the program. We believe a decision to detoxify or

terminate a client must be a clinical one and based on the individual charac-
teristics and problems of the client, not on legal and extra-legal grounds.

There is no "cure” for opiate dependence, in the sense that there is a

cure for a medical problem such as pneumonia. "Right to treatment" and due

process issues which have been raised are the direct result of the use of

treatment programs as an adjunct to the criminal justice system. The mar-

riage between the criminal justice system and treatment programs was origi-

nally premised on a well-intentioned, humanitarian effort to divert those

individuals whose primary problems seemed to be drug related into treatment.
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and thereby break out of the circular life pattern of criminal justice in-
volvement which seemed directly related to their drug use. In fact, a na-
tional survey conducted by the Shafer Commission in 1972 found that 55 per-
cent of the public felt that mandatory referral to treatment was the appro-
priate way to handle the first offense for heroin use; only 16 percent be-
lieved a first offender should go to jail.

This collusion between the two systems has been so insidious that the
goals of each have been distorted. The ultimate goal of treatment for chronic
dysfunctional opiate use is to provide a setting in which a client/counselor
relationship can develop which is conducive to the long painful process of
restructuring the client’s life and allowing him to assume greater respon-
sibility for his personal actions. Actors in the criminal justice system

—

judge, prosecuting attorneys, probation and parole officers—have a primary
duty to protect public welfare and safety. These goals are not inherently
at odds with one another, but neither are they absolutely mutual. Drug treat-
ment programs were sold to the public on the grounds that they could reduce
crime by stopping drug use. It should be pointed out that the causal relation-
ship between drugs and crime is not as clear as originally thought; the major-
ity of current research studies acknowledge that the typical addict was in-

volved in criminality prior to narcotics usage. In 1976 the National Insti-
tute on Drug Abuse released a comprehensive study of available drug use and
crime research findings. Conducted by a panel of nongovernment scientists,
that study. Drug Use and Crime; Report of the Panel on Drug Use and Criminal
Behavior , judiciously questioned popular assumptions regarding the relation-
ship between drug use and criminality. For example, after scrutinizing
available research findings linking drug use and property crime, the study
disputed the extent of causality commonly assumed between the two phenomena.

The concept of diversion seemed eminently practical, particularly from
the viewpoint of the criminal justice system. All those arrested cannot be

prosecuted, all those prosecuted cannot be tried. Of those persons convicted
of a crime, whether as a result of a plea of guilty or by trial, only a rela-
tively low percentage can be incarcerated due to the overcrowded conditions
already existing in jails and prisons.

There has been no support for spending Federal dollars on building more
correctional facilities; rather, emphasis and high hopes have been placed on

community-based supervision. A judge faced with sentencing an offender who
has been convicted of a crime for the first time, or for a nonviolent, non-
weapon type of crime, is placed in a very difficult situation. The jails
and prisons are already terribly overcrowded. While incarceration in some

cases may prove to be a deterrent to repeated offenses, quite frequently con-

viction alone is of equal deterrent value. Probation officers have extremely

heavy caseloads; how much supervision they can actually provide is question-

able. The judge, knowing the defendant must be released to the community,

desperately searches for alternatives—some way to impose more structure on

the offender than can be provided by weekly reporting to the probation of-

ficer. Many requirements have been given as a condition of probation— that

the defendant live at home, enroll in school, find a job, stay out of debt,

and avoid previous friends. But only one alternative has been formally in-

stitutionalized: the diversion to treatment of offenders who have any indi-

cation of a "drug problem" or past history of one.
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The treatment system is becoming less and less distinct from the crimi-
nal justice system. And that trend has neither been sufficiently recognized

j

nor checked. A recent proposal by NIDA, initially labeled Operation Trip :

Wire, now PATH, calls for urine testing of prison parolees for indications
of opiate use. If the parolee should have a specified number of positives,

|

he would be forced to choose between reincarceration or drug treatment. No I

further evidence (of dysfunctional drug use) would be necessary. The pro- i

posal is yet another example of assuming a necessary connection between heroin
i

use and crime, with treatment directed at crime rather than individual dys-
functions. NIDA has received wide criticism for this proposed program and

|;

much of it is targeted at its preventive detention focus, which raises serious
|

civil liberties issues. Thus far, NIDA’ s only response has been to lower the !

"trip wire" by allowing more dirty urines before the parolee would be faced
i

with the "choice" of jail or "treatment." NIDA’s conviction that the treat- !;

ment system is a legitimate adjunct to the criminal justice system has made
it difficult for it to see the basic criticism that this proposal moves the
two systems even closer together. In contrast, many careful observers of

the drug treatment field complain that Herculean measures are necessary to
;|

separate them as completely as feasible. Though studies have shown that
;

probation and parole of opiate dependents who are closely supervised is an
effective means for preventing recidivism, we believe that responsibility for

these functions must be squarely placed in the criminal j ustice . system rather
than in a health/mental health setting. Additional criminal justice resources

|

must be devoted to expanding their counseling and other ancillary services to

more effectively facilitate the reentry of probationers and parolees into
I

society.

The treatment milieu is a delicate one and highly dependent upon the

quality of the client/counselor relationship. A criminal justice referral,
although essentially coercive in nature, might provide a few clients with the

incentive and opportunity to deal with the problem of opiate dependency and
to begin restructuring their life. The infusion of the criminal justice re-

ferrals and the rapid expansion of treatment capacity have led to a dramatic
change in the nature of the clients receiving treatment. Early clients were
older and had been dependent for long periods of time. They had frequently
failed at self-imposed attempts at abstinence. Early treatment programs ac-

cepted only voluntary patients, and insisted on their right to reject appli-
cants based on a clinical decision as to the efficacy of their program for

the individual. In order to maintain their funding, treatment programs today
are forced by funding considerations to accept clients whose only reason for

being there is to avoid incarceration. These clients are younger, began
their drug use much earlier in life, have made fewer attempts to achieve ab-

stinence, and view income-producing criminal activity and their drug use less

negatively. They resentfully "choose" to enroll in treatment programs, re-

garding them as but one more attempt to impose social control over them.

There is no such thing as an instant medical cure, and there is little possi-

bility of an effective therapeutic client/counselor relationship developing
when the counselor is, in effect, playing a law enforcement role by reporting

dirty urines, missed appointments, and poor conduct. There is, therefore,

little point in these diversions beyond the alleviation of part of the burden
on the criminal justice system—which has little to do with the treatment of

dysfunctional drug use.
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In turning to a discussion of treatment for opiate use and dependency,
we should first recognize that there are many controlled patterns of heroin
use and even dependency patterns that do not fit the stereotypical portrait.
Treatment for these more controlled patterns of opiate use would often be in-
appropriate. These users are socially distinct from most current program
clients. They are employed, have reasonable interpersonal relationships and
fewer personal conflicts. They have come to terms with their drug use and
do not view it as a personal or social problem. If they should be charged
on a drug-related offense and forced into the treatment system, it could
inflict more personal harm than benefit.

Once it is clear that drug treatment is an effort to treat the dysfunc-
tional aspects of opiate dependency, then the false hopes and expectations
which have been raised regarding treatment (i.e., goals such as elimination
of drug use, reduced criminality, and increased employment) can be deemphasized
and more reasonable criteria for outcome "success" can be adopted. It must
be emphasized that a substantial portion of opiate use in this country is

experimental, recreational, or situational/circumstantial, and while this
population ~is at higher risk for developing dysfunctional drug problems, many
will desist in time and never require treatment. However, for those opiate
users requiring treatment, the intractable and chronic nature of the problem
must be recognized, along with the concomitant need for long-term treatment
and followup.

When viewing treatment alternatives for opiate dependency, although a

great deal of lip service is paid to the concept of multimodality, in fact,

other than methadone maintenance and therapeutic communities, multimodality
simply means detoxification supported by a range of ancillary services such
as job counseling and outpatient followup, not independent treatment alter-
natives. A comparison of these two dominant treatment modalities is

instructive

.

The program goals of therapeutic communities are identical with those
of the larger society. They aim to eliminate drug use and assume that once

abstinence is achieved, the client can become a model citizen. The early
therapeutic communities dealt with a few selected heroin-dependent clients
until their enrollments burgeoned in the late 1960's under the tremendous
press of the "drug epidemic." The original therapeutic communities limited
themselves to carefully selected voluntary clients. The client's motivation
to rid himself of heroin use was tested by creating obstacles to enrollment
in the programs. It was assumed if the individual could overcome these ob-

stacles that his desire to become drug-free was genuine—very much like a

fraternity ritual.

Therapeutic communities have clear goals and structures. They are non-
professionally oriented and stress self-help, as Alcoholics Anonymous does.

Their aim is to make clients drug-free and to reinforce that behavior through
intense interaction with others living in the same group. This is accomplished

by establishing firm rules of conduct which are stringently enforced both by

punishment for infractions and by group confrontation. The community setting

promotes reform of the individual, not only with his drug using but by remold-
ing him in a positive image. Being socialized into the hothouse atmosphere
of a therapeutic community does not guarantee success in the larger society.
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During the time of rapid growth of heroin treatment programs, many successful
"graduates" of therapeutic communities continued in the field as counselors
or administrators. With the shrinking of that employment opportunity, grad-
uates of therapeutic communities have found it increasingly difficult to
return to the broader community. One prominent therapeutic community,
Synanon, has responded by developing self-contained communities where individ-
uals live and work, abandoning reentry to the community. Followup studies
confirm that for a small percentage of opiate dependents these self-help
techniques are beneficial, though retention rates are low.

Methadone "maintenance" as a treatment modality is a misnomer. While
more varied in approach than therapeutic communities, it too is abstinence-
oriented, differing only in the time limits permitted to achieve this goal.
Methadone treatment clinics are required by Federal regulations to have phy-
sicians and nurses to dispense the medication. They also offer a variety of
other ancillary services, such as vocational rehabilitation and individual
and group counseling.

The early successes of both therapeutic communities and methadone main-
tenance programs raised public hopes of containing, if not eliminating, opi-
ate dependence—-and the number of clients increased dramatically, as did
public and private finding. During the period of growth there was wide pub-
licity, and numerous opiate dependents came off the streets to apply for

slots. There were long waiting lists and a great public enthusiasm for the

long-awaited "answer" to the heroin problem. But the enthusiasm began to

wane. The intractable, long-term nature of the client problems discouraged
new program staff; the growing awareness on the part of the clients that
stopping heroin use required sustained effort and desire resulted in decreased
enthusiasm.

If methadone maintenance is seen as a method of abating illicit opiate
use and its antisocial concomitants—but not as a cure— the objectives of the
programs are clarified. Until a fundamental "cure" is discovered, some kind
of long-term maintenance is required for normalizing the function of many opi-
ate dependent persons. In a strict sense, the efficacy of methadone is tested
by the abatement of illicit opiate use. The wider problem of dealing with
other drug misuse, including alcohol, psychopathy, unemployment, and social

alienation, requires other services, including counseling and job placement.
The most that methadone can do in this area is to make the patient accessible
by bringing him back regularly to a clinic for needed services or for refer-
rals to community facilities.

A study in New York City by Drs. Dole and Joseph surveyed a stratified
random sample of 85,000 current and former methadone treatment clients. The

results, which are consistent with reports from similar studies, indicate
that treatment "success," defined as abatement of illicit opiate use with
good function, is low. Those patients who remain in treatment for the long-
est time are more likely to be in the "success" category. The followup data

on those clients who left treatment show that during maintenance treatment
there was a dramatic reduction in illicit opiate use. However, when treatment
was stopped, the majority relapsed. Again, for those dependents who reentered
treatment for the second or third time, there were reductions in opiate use
during treatment followed by relapse after detoxification. Obviously,
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maintenance treatment is effective in reducing the use of illicit opiates
while the medication is being taken, but does not cure the underlying con-
dition, whatever it is.

Commonsense would suggest a policy of encouraging the dependents with
a many-year history of intractable heroin usage to remain in treatment whether
drug-free or chemotherapeutic. Since the health and social functioning of
patients in treatment are substantially better than after discharge, the
current policy of limiting treatment and discouraging reentry seems hard to
defend in rational terms. The task panel recommends that a genuine mainten-
ance concept be adopted, with the goal of mainstreaming these clients back
into society irrespective of their continued use of medication.

For persons with relatively short histories of pretreatment opiate de-
pendence and some evidence of social stability, the indications for long-term
treatment are less clear. A favorable cluster of attributes (a relatively
short period of pretreatment dependence, young, employed, responsible in
behavior, stable home situation, no alcoholism) is encouraging. The expec-
tation of a good outcome after detoxification is significantly greater in

this group than the average for all patients.

Once drug treatment programs come to be utilized primarily as health
and mental health responses to the individual dysfunctions surrounding opiate
dependency, then Federal funding criteria and program guidelines must be re-
cast to reflect this new emphasis. The integrity of programs should be pro-
tected by establishing the primacy of clinical standards for admission and
emphasizing voluntary client entry. Alternative approaches to "drug” treat-
ment must be both identified and developed for a wide range of other mental
health services for those individuals whose psychoactive drug use may be in-
dicative of underlying problems.

Federal efforts to establish minimum standards of care have resulted
in extremely detailed regulations, elaborate evaluation procedures, and
intricate oversight mechanisms. Overarching regulations and funding criteria
designed to insure quality of care in an urban population and neighborhoods
make little sense when one is dealing with a rural area where people are
scattered over large geographical areas. Treatment efforts must be tailored
to the needs of the particular communities and their particular problems.
Categorical funding, by drug or alcohol dollars and by treatment dollars,

while reported back into data collection as fitting such categories from the

field, is inappropriate for rural communities, who as a matter of program
survival must use treatment dollars for education and prevention activities,

admit "alcohol" clients in drug-funded programs, and so on. Such practices
exist because the drug/alcohol programs in rural areas must respond to their

rural communities. Education and prevention activities in these communities
more often than not serve as the initial entry point into treatment. It is

our hope that rural needs can be better met by integrating a wide range of

services

.

Treatment programs which now qualify for Federal funding receive monies

based on a matrix concept; the amount received is based on the number of

clients in treatment. Empty treatment slots mean reduced funding and en-

courage clinics to accept inappropriate clients in order to maintain head
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counts. Contributing to this problem is the effort to reduce per-slot fund-
ing levels based on a cost-effectiveness formula which forces programs to
trim supporting services. Additionally, the cost of treatment varies between
metropolitan and rural areas; per-individual costs in rural areas will be
higher for such factors as longer distances, lack of transportation, cen-
tralization of facilities, which are inherent to rural settings and must be
taken into account. Urban areas also have unique characteristics which must
be considered because they have much heavier concentrations of opiate-depen-
dent populations. Treatment "success" has been based on social indicators
(i.e., reduced drug use, reduced criminality, and increased employment)
which, as we have discussed, are inappropriate goals for what should be
health/mental health care. The cooperation between the criminal justice
system and the drug treatment system mandated by law^ has also contributed
to the confusion of the goals of treatment. There is widespread evidence
that the spate of experiments in diversion to treatment programs of people
from the criminal justice system has funded treatment of indiscrete drug
users rather than dysfunctional users.

NIDA has made a considerable and continuing investment in the establish-
ment of guidelines relative to the management of drug treatment programs and

their monitoring. The monitoring relates to some of the indirect indicators
of quality care, such as program and fiscal management, utilization and con-
fidentiality, on the assumption that there is a higher likelihood that quality
care will be delivered in a well-managed program than in a program which is

not well-managed. Unfortunately, this has led to the evaluation of these pro-
grams based on management by objective (MBO) techniques which focus on process,

not quality (i.e., every month there should be X number of scheduled inter-
views per client individually, and Y number of group sessions, each lasting
for Z number of minutes and followed by a progress note in the chart)

.

The task panel realizes that there has never been a consensus on what

constitutes or how to evaluate "quality" care in a health or mental health
setting. Nevertheless, the clinical experience of drug program directors in-

dicates that "success" as it relates to the relief of individual dysfunctions
requires carefully trained counselors who are able to maintain an empathetic
relationship with their clients; the availability of ancillary services such
as job training and vocational counseling; and the retention of clients in

NIDA’s continuing cooperation with the Nation’s criminal justice sys-

tem dates from the Narcotic Addict Rehabilitation Act of 1966 (Public Law

89-793). Such cooperation was specifically mandated by section 410 of

NIDA’s enabling legislation, the Drug Abuse Office and Treatment Act of 1972

(Public Law 92-255). More recently, section 117(a)(4) of the Crime Control

Act of 1976 (Public Law 94-503) called for consultation and cooperation be-

tween NIDA and the Law Enforcement Assistance Administration on issues of

drug abuse and criminal justice research. In his August 2, 1977, Message to

Congress, President Carter again emphasized the need for coordinated Federal

action to "end the long-standing fragmentation among our... drug law enforce-

ment, treatment and rehabilitation, prevention, and regulatory activities".
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programs for extended periods of time. "Success" in this context focuses
on the relief of individual social and psychological dysfunctions, many of
which antedated opiate use and subsequent dependency. Though we might hope
for abstinence, employment, and crime-free behavior, the center of concern
is with improved functioning and increased self-worth—as viewed both sub-
jectively by the client and objectively by the clinic staff. To those who
are aware of the intractable social and psychological problems associated
with opiate dependents, this combination of subjective and objective evalu-
ation, although elusive, captures the best that can be hoped for from a

"quality" treatment program. This goal may appear to be modest, but against
the background of the majority of opiate dependents, it is realistic. To

evaluate drug treatment program "success" on the basis of criteria such as
reduction of crime or increased employment is to place an impossible burden
on the programs and doom them to failure.

The proposed new Federal regulations, published in the Federal Register ,

October 29, 1977, attempt to reduce overregulation and allow for greater
flexibility of clinical standards. These regulations, of course, cannot de-
fine and regulate those elements of quality which must ultimately emerge from
the therapeutic relationship between the clinic and the client. We must rec-
ognize that even the most tightly monitored program, which meets the most
exacting of accreditation standards, may not provide quality care when the
door is closed and the client and the counselor are face-to-face.

Minimum standards for treatment programs cannot be adequately enforced
from the Federal level. Single State agencies, in conjunction with the com-
munities served by these programs, need to establish their own standards
beyond those promulgated by Federal funding sources. Ultimately, responsi-
bility for maintaining and overseeing these standards must rest at the State
level

.

The task panel recommends that the quality of drug treatment services
be reviewed periodically by an independent advisory committee. What is re-

quired is a fundamental reappraisal of goals and standards over the past
decade as the treatment system has been used to "treat" drug use and reduce
crime. This reevaluation must focus on the underlying rationale of treat-
ment; it must be recentered on the direct health/mental health problems re-
lated to the dysfunctional use of heroin and other drugs. This reappraisal
must include realistic expectations of treatment outcome for individuals
with chronic, long-term dysfunctional symptoms. The functional improvement
with chemotherapy and counseling may require long-term maintenance. Instant

"recovery" should neither be expected or demanded. Treatment must be cen-

tered around the dysfunctional sequelae of drug misuse—psychological dis-

tress, maladaptive personal relationships, physical disease, and disordered

nutritional and metabolic responses. Drug treatment programs must insist

on determining their own independent clinical criteria for admissions and

continued enrollment. The criminal justice system should not expect that

treatment clinics perform functions at odds with clinically sound treatment

procedures. The distinctions between treatment and criminal justice and be-

tween drug use and misuse itself will require reconsideration of other treat-

ment alternatives and modalities, including long-term or indefinite chemo-

therapy and heroin induction. All policy considerations must be recast cen-

tering on control and moderation of psychoactive drug use rather than exclu-
sively on abstinence.
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EDUCATION AND PREVENTION

Policymakers have always assumed that individual behavior could be
shaped by providing "information" on the consequences of behavioral deci-
sions. The stress of such information efforts has been the prevention or
avoidance of behaviors which have had a presumed negative impact on the in-
dividual or on the broader society. Information to allow informed decision-
making, however, has frequently been laden with ethical and moral judgments.
Thus, the "proper" decision for the individual, particularly given sometimes
contradictory information, has been preordained by the source.

Drug abuse education and prevention efforts in the United States have
been in full blossom since 1968, coinciding with the rapid increases in the
use of illicit psychoactive substances, originally marihuana and LSD. Be-
tween 1968 and 1973, for example, the National Institute of Mental Health
produced and distributed more than 22 million information pamphlets on drug
abuse, supplementing this effort with a continuing mass media public service
campaign. During that same period State departments of mental health initi-
ated many drug education programs, and many of the 17,000 school districts in
the United States followed with their own drug education efforts. The Adver-
tising Council estimated that the value of time and space donated for drug
information dissemination by the private sector approached $37 million in cal-
endar year 1971. Numerous drug education programs were also conducted by
churches, civic groups, businesses, national voluntary organizations, and the
military services. It was, as President Nixon had proclaimed, an all-out war
on drugs, with education and prevention efforts centering on the elimination
of illicit psychoactive drug use.

Despite this substantial investment in information and education programs
by private and public sectors alike, psychoactive drug use not only continued
unabated but jumped beyond the boundaries of the disadvantaged and the youth
to encompass all segments of society. The policymakers had assumed that with
an intensive "information" capaign about illegal drugs, once the facts were
fully known and considered, they would point irrefutably toward abstinence.
The private and public agencies promoting drug education efforts also added
their own values to the material, often distorting the information and dis-
crediting its sources. The National Coordinating Council on Drug Education,
for instance, reviewed 220 drug education films in 1972 for accuracy and
appeal. The Council found one-third of the films so inaccurate or distorted
as to be totally unacceptable, one-half not suited for general audiences with-
out a skilled instructor, and only 16 percent scientifically and conceptually
acceptable. And, as the 1977 Prevention Strategy notes about these early drug
education efforts, even the best factual information often reinforced what was

emerging as a major reason for experimenting with drugs—curiosity. The Shafer

Commission believed that these massive efforts to exclusively promote absti-

nence may have actually increased psychoactive drug use.

The Shafer Commission (1973) saw two clear conclusions emerging from the

evaluations of drug education and prevention programs: (1) most information
in the field was scientifically inaccurate, and (2) most education programs
were operating in total disregard of basic communication theory. The Commis-
sion recommended a moratorium on all drug programs in the schools, at least

until programs already in operation had been evaluated and a coherent approach
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with realistic objectives had been developed. A Federal moratorium on drug
abuse prevention materials was ordered in 1973.

New Federal guidelines issued in 1974 emphasized the notion that it is

possible to develop discriminating materials which can reinforce or encourage
drug-free behavior. Presumably, discriminating materials would delete refer-
ences to the positive reasons why some individuals use drugs, fail to discern
between the relative benefits and harms of a variety of drugs and patterns of

use, and emphasize the values of a drug-free existence. It sounded strangely
similar to the approach abandoned in 1973, with the exception that the new
thrust would be labeled "discriminating and sophisticated."

The most recent version of education/prevention strategy is contained
in an interagency report. Recommendations .for Future Federal Activities in

Drug Abuse Prevention , prepared in 1977 with NIDA the lead agency. The report
is said to represent a "major refinement" in Federal prevention policy develop-
ment. The Federal strategists suggest a variety of ways to reduce what they

call drug casualties: limit the variety of drugs used, reinforce the drug-
free experience, and reduce the frequency of use. The focus of prevention
activities, they believe, should be on that drug use having the highest so-

cial cost as well as on the general drug-taking experience; the efforts should
be primarily focused on moderating the effects of drug taking. They accept
adolescent experimentation with psychoactive drugs as part of the normal
maturing process, which should not be viewed as particularly distressing.
Overall, the objectives of the Federal Government would be to reduce the num-
ber of new users (incidence), to delay incidence, and to reduce frequent or

daily use. Specifically, they suggest the following targets:

...to reduce the percentage of frequent users of three
gateway drugs (tobacco, alcohol, and marijuana) by 15%
among 8-20 year olds.

...to reduce the destructive behavior associated with
alcohol and other drug abuse by 20% among 14-20 year
olds as evidenced by a reduction in overdose deaths,
emergency room visits, DWI arrests, and other alcohol/
drug related accidents.

...to promote and reinforce restraining attitudes to-

ward the use of psychoactive substances, especially
use of the "gateway drugs" by maintaining current
levels of awareness regarding the addictive nature of

heroin and alcohol and to raise the awareness level of

the addictive nature of tobacco by 50%.

The suggested new education and prevention strategy generally adopts
a moderate and restrained tone. It is unrealistic to expect that the re-

creational use of psychoactive substances can or will be eliminated from our

society, and the strategists explicitly recognize this fact. Education and

prevention policies addressing the issue of nonmedical drug use only in terms

of complete abstinence have proven not only to be ineffective, but, as we

have seen, have also tended to promote distrust and disbelief of all infor-

mation disseminated by government, schools, media, and other social

institutions

.
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The task panels agrees that the scope of education and prevention must
include alcohol and tobacco since they are the first two psychoactive sub-
stances used by most people. For credible approaches to the development of
responsible drug use, official pronouncements cannot continue to maintain
the fiction that somehow alcohol and tobacco, though legal, are not akin to

other psychoactive substances.

For reasonable approaches to drug use to emerge, however, clearer dis-
tinctions need to be made among the variety of psychoactive drugs other than
their licitness or illicitness— the dosages, the methods of administration,
the patterns of use, and the social settings. Frequency of drug use except
at the extremes, for example, is not a necessary predictor of individual harm-
fulness for all drugs. Frequency can be an overriding factor for certain
drugs, depending on the quantity, the circumstance, and the dependence lia-
bility, such as with alcohol, barbiturates, heroin, and tobacco; but an across-
the-board goal of reducing frequency of use alone, implicitly denies the im-

portance of critical factors such as when, where, and with whom in determin-
ing the quality of drug use. It is the combination of these variables, includ-
ing cultural and ethnic variations, which, along with frequency and quantity,
are determinants of responsible, controlled use. Attempting solely to reduce
frequency comes close to moral condemnation of all psychoactive drug use—

a

judgment not supported by society at large or by medical evidence. Further-
more, the goal of reducing frequency of incidence of psychoactive drug use
(individually or in the aggregate) masks the significant differences among
the drugs themselves. A shift of patterns of use from those drugs considered
to be potentially the most harmful to those with the least potential harm
would result in a considerable reduction in social costs. But the weight of

such a shift could increase illicit use, decrease licit use. Sharp distinc-
tions need to be made about the varying use patterns of the entire range of

psychoactive drugs and the psychological, physiological, and social conse-
quences of these patterns; those distinctions should be clearly articulated
as a part of public policy.

Once these distinctions are made, more sophisticated public educational
efforts can be aimed at reducing destructive drug-related behavior, such as

overdose deaths, accidents, and driving-while-intoxicated arrests—and those
efforts can be conjoined with those of alcohol. For such campaigns to be

credible and successful they must recognize the differences between drug use

patterns with potentially dangerous consequences and the more common controlled
patterns of use which are not per se destructive. The task panel agrees that

drug using behavior which impinges upon public safety must be strongly dis-

couraged, but that requires circumstantial moderation and a public acceptance
of the notion that not all psychoactive drug use has such destructive
consequences

.

Prevention efforts in other health/mental health areas are also aimed

at positive outcomes as well as the avoidance of deleterious consequences.
Though we as a society, for example, do not condone teenage sexual behavior,
we have decided that those who are unwilling to follow society’s precepts
should have the basic information to avoid disease and unwanted pregnancy.
Drug education and prevention efforts should do no less. Information must
be provided to allow individuals to avoid certain problems such as destruc-
tive drug combinations (e.g., barbiturates and alcohol), the unpleasant con-

sequences of using drugs of unknown purity, the hazards of using drugs with
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{ a high dependence liability or dangerous inodes of administration, and the

[

unexpected effects of various dose levels and various settings. These poten-

i

tial hazards strike particularly hard at youthful experimenters, who unwit-
1 tingly expose themselves to a wide range of untoward drug reactions. Thus
i they run the risks of severe physical or psychological disruptions that

I

characteristically stem from inadequate or distorted information. The ques-

I

tion is whether society wishes to continue to tolerate education and preven-

(
tion strategies suppressing information which could have a salubrious impact

I on hundreds of thousands of otherwise unsuspecting victims. The posture that
t they deserve what they get is no longer tenable and is no longer officially

I

espoused. However, the fear is that if "education and prevention" do not
condemn these substances to minimize or prevent use, then the lack of con-
demnation will be viewed as condoning use. This dilemma inhibits all direct
teaching in the drug area.

The promotion and reinforcement of restraining attitudes toward the use
of psychoactive substances, as the Federal strategists allow, is a laudatory
goal and one which the task panel endorses, provided that distinctions among

[

drugs and use patterns are carefully and objectively made. In particular,

I considerable care must be taken not to confound this pursuit with that of

abstinence from all psychoactive substances; otherwise, restraint and moder-
ation will be skeptically viewed as camouflage for suppression. Centering
on the so-called "gateway drugs"—alcohol, tobacco, and marihuana—as targets

j

for restraints and moderation is to equate them in the public mind with equi-
valent destructive consequences, a shell game which public policymakers must
avoid. Cigarette smoking, which is clearly addictive, carries severe per-
sonal consequences and high social costs—with heart disease, lung cancer,
emphysema, and bronchitis accounting for hundreds of thousands of deaths per
year. To lump tobacco with marihuana, or even alcohol, as a substance for
restrained or moderate use defies the evidence of its compulsive use by most

i;

smokers. On the other hand, moderating alcohol drinking patterns and reduc-

I

ing the casualties of mixing alcohol with driving are reasonable and may be
i attainable. Furthermore, there seems to be an implicit assumption that a

reduction of use of the "gateway drugs" will result in a reduction of the

I; use of other drugs. This would appear to be a sophisticated version of the

^
"progression to harder drugs" theory—a notion which has been widely
discredited.

Overall the principal shortcoming of the Federal strategists’ report is

! the failure to consistently distinguish between the destructive consequences

I

of psychoactive drug use and use itself. Their report, for example, seems

I to equate deteriorated personal relationships, work accidents, auto mishaps,

and overdose deaths with any use. Regarding the 1 percent of adults and 0.5

percent of youth who have used heroin, it states: "This use is clearly as-

sociated with high immediate social costs in terms of physical addiction,

drug-related crimes, broken families and adverse health consequences, includ-

!

ing death." Even with as addictive and powerful a substance as heroin, grow-

ing evidence indicates that perhaps only a fraction of users suffer severe

adverse consequences. The majority of heroin users may be experimental or

situational; even many regular users suffer far less than the stereotypical

pattern. Also, the available evidence would indicate that the illegality of

heroin and the labeling of the heroin user as a deviant are as prominent
factors in the social costs of use as the destructive nature of the drug
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itself. The deviant label separates even heroin users from those social
constraints promoting controlled use.

The Federal strategy report emphasizes the need to promote the drug-
free experience. Certainly, individuals must be free to make their own
determinations regarding drug use and society should reinforce their deci-
sion not to use drugs. This is especially true for youth, where peer pres-
sure often forces the decision to at least experiment.

The promotion of the drug-free experience has often pointed toward
alternative natural highs, such as Yoga, meditation, or other nonchemical
experiences. Many parents would prefer that their children be offered infor-
mation on the responsible use of marihuana than be encouraged to seek
"higher" states of consciousness; though they may be skeptical about drug
use, they are also suspicious of traditional education for the promotion of

nonchemical "highs." Equating rewarding educational experiences, such as

the mastery of chemistry or Shakespeare, with intoxicant highs is viewed by
many as a denigration of learning. We should also not lose sight of the
fact that a "new" generation of parents likely carries with it a "new" set
of attitudes toward psychoactive drug use. Just as many parents of previous
generations taught the rituals and restraints of the use of alcohol to their
children, many parents are now teaching similar rituals and restraints of

the use of marihuana, and perhaps other psychoactive substances as well.
While many parents still pay lipservice to the joys of drug-free experiences,
the fact is that most of them have not remained drug-free themselves, nor
for that matter have the policymakers who extol the virtues of the natural
high. Thus, there is an inherent double standard coming from many of those
intent on the prevention of drug use among adolescents, especially when that
prevention requires abstinence from the youth, who see extensive psychoactive
drug use practiced by their behavioral models. In this milieu, the promotion
of restraint and moderation will likely have a much greater impact on adoles-
cent behavior than a policy of suppression of forbidden activity.

The 1977 Federal strategists have shifted from the earlier emphasis on
the direct infusion of information through isolated drug courses to spread-
ing that same information through instruction in family development, nutri-
tion, hygiene, safety, and interpersonal relationships. This diffuse educa-
tional approach relies upon different techniques but the message is the same.

The older line that psychoactive drug use will destroy your life is replaced
by "values clarification." But the clarification of values implicitly car-
ries the same message. It too avoids the necessary distinctions between drug
use per se and its possible deleterious consequences. It fails to offer in-

formation on how to minimize or avoid drug-related difficulties.

Apparently, factual information regarding psychoactive drug use not only
fails to deter use, but for some individuals encourages it. Why? If the

"facts" about the consequences of drug use fail to convince the potential
consumer of impending peril, then should the "facts" be doctored to fit the

policy or the policy to fit the facts? The prevention strategists talk
about developing more "persuasive" lines of communication and the develop-
ment of "discriminating" materials. Does this mean presenting the facts in

a more attractive package, altering them or suppressing that which minimizes
harm when drugs are used in a responsible manner? Is it possible to explicitly
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recognize the benefits of some psychoactive drugs, licit or illicit, to some
individuals? Or are we to continue to hide behind the curtain that drugs
which are illegal are ipso facto harmful regardless of the circumstances or
the degree of use? The legal vs. illegal quandary is especially difficult
for drug educators.

The 1977 strategists would focus prevention efforts on the 8-20-year-

!

old age group, presumably the most susceptible to drug use and to persuasive
efforts not to use drugs. High school students, for instance, who use mari-
huana daily would be targeted for prevention. The presumption is that daily
use, regardless of quantity or circumstance, goes beyond recreational use to

misuse—probably valid with the majority of users in this age group—though
convincing scientific evidence neither supports nor denies such harm. Never-
theless, though parents and professionals might concur that frequency of mari-
huana use should be reduced for daily adolescent users, the critical question
is how this reduction is to be accomplished through traditional educational
programs. Perhaps the adoption of a system of regulation and control of
marihuana, with tight age restrictions prohibiting sale to minors, would at

II
least allow parents and educators to openly and frankly approach the issue

—

I

as with alcohol and tobacco. Though teenage alcohol use is widespread, the
channels are open for the instilling of responsible and moderate use. The

||

illegality of marihuana, though its use is widespread and pervasive, illus-
trates the constraints inherent in prevention strategies. Marihuana decrim-

;!
inalization, while removing possible criminal stigmatization of users, does

ij
not allow effective education and prevention strategies aimed at moderation.

I

The alcohol prevention model might be instructive for the approach to

other psychoactive drugs. Clear distinctions are drawn between responsible
use and destructive use. The Liaison Task Panel on Alcohol-Related Problems
outlines the cost of alcoholism and irresponsible use both to individuals as

!i| potential health hazards and to society as a result of destructive behavior
and loss of productivity. Yet, they do not condemn alcohol consumption

!|:
per se. Rather, they urge the development of strategies for targeting

|i casualties and high-risk groups.

;j

On the other side, they acknowledge the benefits of moderate consumption

—

i; relaxation, camaraderie, and ceremonial. Alcohol education and prevention
" thus recognize that the majority of users learn limits and restraints. They

learn responsible use in the home and in the community. Prevention sources

I
thus gain credibility by avoiding distortions and half-truths. These same

j principles must be applied to the entire range of psychoactive drug use.

! Several obstacles must be overcome before drug education and prevention

i

based on realistic premises can proceed. The foremost obstacle is the lack
• of credible information by those most involved in educative efforts. Physi-

(
cians, for example, are trained to view all nonprescribed drug use as either

misuse or abuse; medical education includes only the pathology of extreme

jj
drug consumption. A survey of medical school courses shows their content to

I

be centered on the most severe consequences of psychoactive drug use and

addiction, including alcoholism. The courses neglect considerations of con-

, trolled use and moderation. Hence, physicians are often unable to respond
to patients’ inquiries concerning different patterns and frequency of use.

Unless physicians are themselves educated to make careful differentiations
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among drugs and their varied effects, their patients will remain uninformed.
Medical education should be broadened to include comprehensive information
on the effects of psychoactive drugs, various patterns of use (including
alcohol), factors which promote control, as well as the signs and symptoms
of dysfunctional use. Physicians would then be in a position to promote the
positive outcomes, the avoidance of deleterious consequences, and the early
diagnosis of drug-related dysfunctional behavior. Physicians and other health
professionals must be taught to differentiate among those subtle individual
drug-related behavioral changes that foreshadow serious dysfunctions. They
must also learn to distinguish among the consequences of differing patterns
of use, ranging from experimental to compulsive.

Formal drug education courses are hampered by a dearth of knowledgeable
educators. Discussing the complexities of individual differences in drug
reaction, the impact of different cultural attitudes and physical settings,
and the peer group and other social settings is too complex for most educators
Values clarification demands sophisticated skills, especially in the context
of drug use. Despite the emphasis on personal decisionmaking, the instructor
is forced into an abstinence-oriented approach or faces opposition from many
parents and school administrators. This dilemma polarizes communities and
students, increases emotionalism, and eliminates an emphasis on moderation
and individual choice.

With drugs other than alcohol, the bottom line with the teacher is the

illegality of the drug behavior. Even if the drug itself does not seem to

pose a serious threat, as with cannabis, the legal consequences may be most
severe for the user. The National Organization for the Reform of Marijuana
Laws (NORML) has been a moderately effective agent for public education, but
it has been limited to marihuana and has not pursued the larger goal of edu-
cating the public to the need for an overall rational drug policy. Public
agencies such as NIDA are constrained by the same political and legal con-
siderations as the individual educators; they too must move cautiously through
the political thicket so that their research and other monies are not
jeopardized.

We do not mean to indicate that references to drug-using behavior be
deleted from the broad educational endeavors. The task panel considers it

important that the use of psychoactive drugs for mind and mood alteration be

considered in a social, scientific, and literary contextual framework. Edu-
cators should recognize the historical importance of the opium wars, the
ritualistic use of various psychoactive drugs, and the literary allusions to

drugs by authors such as Homer, Ovid, Baudelaire, de Quincy, and Coleridge.
In short, students must be made aware that man has always had psychoactive
drugs at his disposal, that attitudes toward those drugs have been constantly
shifting, and that they have used for a variety of purposes. It is our hope
that as the emotionalism surrounding drug use continues to recede, such ap-
proaches can be integrated into the educational process.

The private sector’s recognition of the inherent strictures of educa-
tional programs resulted in the formation of the Drug Abuse Council and other
smaller organizations to fill the gap in public information and education.
The Council was able in its 6-year existence to raise questions about policy
directions which others were not able or willing to do. Its demise will
leave a void of careful and concerned critical comment from the private sector
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The absence of a privately funded agency committed to finding a base of
reliable data in the morass of information about drugs and communicating it
to the public will further ham^per prevention and education efforts. The
restoration of such a private sector response is a critical item in educa-
tion and prevention efforts.

The task panel recommends that drug education and prevention strategies
be aimed at the avoidance of the destructive patterns of psychoactive drug
use and that an immediate cessation be imposed on the development of materials
and programs aimed exclusively at prevention of all use. The task panel be-
lieves that the exclusive insistence on educational materials aimed at absti-
nence and drug-free behavior has promoted distrust and disbelief of all drug
information disseminated by government, schools, and other social institutions.
Education and prevention effotts should be conjoined with those of alcohol
and tobacco since they are the first two psychoactive substances used by
most individuals.

Psychoactive drug use is now too widespread for attempts to continue
educative and preventive efforts that do not try to encourage responsible and
informed decisionmaking regarding the use of psychoactive drugs, with special
emphasis on an understanding of those processes which will encourage moder-
ation and restraint in such use.

RESEARCH

Present social policy regarding psychoactive drugs is based on an incom-
plete understanding of how drugs are used, for what purposes and to what ef-

fects. Substantial research investments in the past several years have
yielded countless reports in the scientific literature; though sometimes pro-

ductive, they have too often neglected to respond to many of the kinds of

questions necessary to analyze and refine public policy. While everyone
agrees that the effects of psychoactive drugs vary enormously with method of

administration, frequency of use, dose levels, concomitant use of other drugs,

differences of individual and cultural patterns of use, and the influence of

various physical and cultural settings, researchers have too often failed to

make these important distinctions.

Research studies have been frequently flawed by their bias against the

drugs themselves, their retrospective approach, their failure to account for

intervening variables, their lack of controls, and their focus on the dele-
terious effects. Too often, for example, investigations have been made of

atypical drug-using populations in treatment or laboratory settings, focus-
ing on mentally disturbed or criminal subjects with the results extrapolated
to the entire user groups. Too often controlled investigations have intro-

duced exorbitantly high drug dosage levels or unusual methods of administra-
tion, demonstrating preconceived dangers to animals and humans. Unfortunately,
many isolated and short-term research reports alleging serious harm from

psychoactive drug use or ascribing deviant characteristics to all users

have received nationwide publicity before determination as to their reliability

over the long term and before attempts to replicate the findings were made by

other researchers. While it is important to know the extreme effects of any

substance in common use, it is necessary to recognize that such experiments
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bear little relationship to how those same drugs are most often used in
typical social settings. And it is important that researchers investigate
and that policymakers, the press, and the public be made aware of those
distinctions

.

The task panel recommends that future Federal research focus on long-
term, longitudinal studies that view psychoactive-drug-using behavior as a

socially evolving process, imposing its own constraints and limits on the
majority of the using population. The task panel recognizes that an in-
creased focus on longitudinal research will require careful selection of

researchers and that training of researchers needs to be made available
for these research approaches. Modest budget increases for research may
be required in the years to come, but it is the research focus rather than
total dollar amount which is our primary concern. A number of important
areas of longitudinal research have been either neglected or treated super-
ficially: the sequence of drugs used and the development of different drug-
using patterns; factors influencing low-risk and high-risk outcomes among
equivalent drug users (individual, group, and cultural); the changing atti-
tudes toward psychoactive drug use by both users and nonusers; the impact
of the media on drug use and drug choice; and the process of socialization
to patterns of drug use. Prospective studies should investigate how drugs
are used in a variety of social settings and how differing patterns of use
influence individual health and behavior. We also need to know how research
is used, to what extent the findings have utility, and how they influence
public policy decisions.

The task panel believes that more research attention should be paid

to distinguishing the minority of intensified and compulsive drug users
whose use may induce dependency and dysfunctional responses from their

moderate drug-using peers and from nonusers, taking into account individual
and cultural differences. Future research should be structured to reveal
those commonalities between the chronic use of psychoactive drugs and other
drug and nondrug habitual behavior patterns, such as with alcohol, tobacco,
and gambling.

Research efforts should be devoted to an evaluation of the efficacy
of different modes of treatment on the variety of drug-related client dys-
functions. Further research is needed on a variety of long-term approaches
to the treatment of opiate dependence, including methadone maintenance and
other opiates for induction and as adjuncts to treatment, and long-acting
narcotic antagonists such as depot naltrexone.

More research is now being done on the possible therapeutic efficacy

of some of the illicit psychoactive substances. However, these research
efforts are still hampered by bias and bureaucratic morass. These drugs

should be handled with the same scientific objectivity and rigor as with
other investigations. Further, and perhaps more important, the task panel

believes that as indications of therapeutic effectiveness are forthcoming,

unreasonable bureaucratic obstacles impeding the authorization for medical

use of these substances should be reviewed.
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The task panel believes that the Drug Abuse Warning Network, based on
data from medical examiners and hospital emergency rooms, should administra-
tively be transferred from DEA to NIDA. Federal data collection systems
(e.g., CODAP and DAWN) and survey designs should be reviewed to assure that
the data collected distinguishes among dose levels, use patterns, multiple-
drug and polydrug use, and other key variables, and that there is compara-
bility among the Federal systems and surveys. Without such information,

valid analyses of the nature of drug use and misuse are impossible and the

responses to it will remain crisis-oriented.
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